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FOREWORD

Itiswith great pleasurethat we present the third collection of monographs of the Systemsof Care:
Promising Practicesin Children'sMental Health of the Comprehensive Community Mental Health
Servicesfor Children and Their FamiliesProgram. The 2001 Seriesconnotesatime of new beginningsfor
thisseven-year-old federd grant program, which assstscommunitiesin building fully inclusve organized
systemsof carefor children who are experiencing aseriousemotiona disturbanceand their families. Italso
representsayear of vaidation and pridefor thosewho have beeninvolved with thismovement for years. As
more and more evidence on the effectiveness of system of care approach amasseswe have been ableto
gainincreased support to expand the number of grant communitiesand theinvestigation of promising
practiceswithinthose communities. Dueto the proven success of the Comprehensive Community Mental
Health Servicesfor Children and Their FamiliesProgram, thisyear’ sbudget reauthorization afforded our
grant communitiesan extension of their grants, thereby expanding their community-based initiativesfromfive
year to Six year programs.

In hismillennium report on Mental Health, Surgeon General David Satcher, stated, “ Acrossthe
Nation, certain mental health servicesarein consistently short supply. Theseincludethefollowing:
wraparound servicesfor children with seriousemotiona problemsand multisystemictreatment. Both
treatment strategies should actively involvethe participation of themultiple hedlth, socid service,
educational, and other community resourcesthat play arolein ensuring the health and well-being of children
andtheir families.” Our grant communitiesemploy these effective gpproachesin combination with other
community-based strategiesto help these children and their familiesthrive. Asthoseof usfortunate enough
to participatein thisinitiative grow and learn, we maintain acommitment to share our knowledgeand
resourceswithal communities.

Until recently, throughout thisnation, and especially in Native American communities, most children
living with aseriousemotiond disturbance havenot received clinically, socidly or culturally appropriate care.
Theseyoung people have been systematically denied the opportunity to sharein the home, community and
educational lifethat their peersoftentakefor granted. Instead thesechildrenlivelivesfraught with
separation from family and community, being placed inresdentia treatment centersor in-patient psychiatric
centershundreds and even thousands of milesaway from their home. For many of these young people,
familiesand communitiesthe absence of certain typesof information hasfuel ed the continued existence of
inadequate and unresponsive serviceddivery systems. Theseserviceddivery networksoftenfed they have
no alternative but to separate these children from heir familiesand placethem in costly long-term out-of -
home placement. ThePromising Practices|nitiativeisonesmall stepto ensurethat all Americanscan
havethelatest availableinformation about how best to hel p serveand support children who livewith serious
menta health problemsat homeand intheir community.

Systemsof Care: Promising Practicesin Children'sMental Health isan annual publication
which featuresthe strengths of the systemsof care being devel oped in thiscountry through the support of
the Comprehensive Community Mental Health Servicesfor Childrenand Their FamiliesProgram. Thegrant
program has hel ped devel op cutting edge technol ogiesfor forming effective systemsof carethroughout this
country. The Promising Practicesmonograph seriesisaway for usto inform the thousands of
communitiesthat do not havethe benefit of participationin thegrant program about the emerging
approaches and innovationsoccurring in systemsof care. The Promising Practices seriesprovides
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guidancefor communitiesand caregiversinterested in building exemplary systemsof careand gives
system buildersthelatest availableinformation about how best to help serve and support childrenwholive
seriousemotiond disturbancesat homeand intheir communities. Themonographsshow that the
Comprehensive Community Mental Health Servicesfor Children and Their FamiliesProgram haseva uated
and devel oped promising practi cesthat represent an invaluablereturn on the nation’sinvestment. Usedin
thegrant communities, the Promising Practices serieshas clearly enhanced, and will continueto directly
improve, thehedthandlivesof childrenand familiesthroughout the country.

Emerging systemsof carewithin communitieswill certainly benefit the national knowledgebaseon
how best to support the mental health needs of children who present major challenges, especially the
contributions made by the grant communitiesthemsalves. We are proud that theinformation contained
within these monographs hasbeen garnered within thegrant communities of the Comprehensive Community
Menta Health Servicesfor Childrenand Their FamiliesProgram. Theinformation wasgathered by site
vigits, focusgroups, datacollected by the national program evaluationinvolving al grantees, and by
numerousinterviewsof professionalsand parents.

The 2001 Promising Practices seriesincludesthefollowing volumes:

u \Volume I—Wraparound: SoriesFrom The Field exploresthe ever-burgeoning conviction
inagrowing community of providers, advocates, and familiesthat Wraparoundisasimply
better, cheaper, and more humanethan conventiona servicedelivery processesfor families
with children with seriousemotional disturbance. Throughthe storiesof six familieswho
havereceived individualized services and supportsthrough aWraparound process, we see
how this processworked to support their strengthsand meet their needs.

u Volume Il—Promising PracticesIn Early Childhood Mental Health showsusthat systemsof
careserving very young children and their familiesarefindinginnovative and effectiveways
to design and deliver services. Theauthors consistently found that an approach to services
that takesinto account thewholechild, including hisor her family and community, hisor her
unique developmental needsand strengths, and hisor her well beingin avariety of contexts
isespecially important ismost effective. They asofound that atruly family-centered
approachto carewithahighleve of parent participation in decis on-making seemsto
increasetheoveral leve of parent engagement inthewel | being of their childwithina
particular child-serving agency.

u Volume Il1—Learning From Families: Identifying Service Strategies for Success
examinesthe success stories of familieswith childrenwho suffer from emotiona and
behaviora disorders. Family success, defined from the perspectives of thefamiliesand
providers, occurswhen systemsof carefocusontheentirefamily, meet families”wherethey
are,” and emphasi ze the connection between thefamily and their community. The
monograph emphasi zestheimportance of strong bonds between familiesand providersas
beingcritical.

Asyou read through each paper, you may beleft with asensethat sometopicsyouwouldliketo
read about are not to befound in thisseries. Wewould expect that to happen simply because so many
issuesneed to be addressed. Wefully expect thisseries of documentsto become part of the culture of this
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critical program. If aspecifictopicisnot heretoday, look for it tomorrow. Infact, let usknow your
thoughts onwhat would be most helpful to you asyou go about ensuring that al children have achanceto
havetheir mental health needsmet within their homeand community.

The communitiesthat have been fortunate enoughto participatein our federdly fundedinitiative
have been abletoincubate sol utionsand promising practicesthat work! Thisseriesrepresentsagift of
collective knowledge and | essons|earned from our grant communitiesto those struggling to devel op
effective systemsof carethroughout the nation.

So the 2001 Promising Practices seriesisnow yoursto read, share, discuss, debate, analyze and
utilize. My hopeisthat theinformation contai ned throughout this seriesstretchesyour thinking and resultsin
your being more ableto redlize our collectivedreamthat dl children, no matter how difficult their disability,
can be served in aquality manner within the context of their homeand community. COMMUNITIES
CAN!

Joseph Autry Bernard Arons
Acting Adminigtrator Director
Substance Abuse and Mental Health Center for Menta Hedth Services
SearvicesAdminigtration
Volumell: Learning from Families: 9
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EXECUTIVE SUMMARY

INTRODUCTION

Thismonograph examinesthe success storiesof familieswith childrenwho suffer fromemotiona
and behavioral disorders—and of the providerswho work with them—to learn which servicesand
approaches show themost promise. Itidentifiesand describespromising practicesin menta health services
for childrenandtheir families. The practicesexamined areassociated with family “ success’ ingrant
communitiesfunded by thefederal Center for Mental Health Services(CMHS) aspart of the
Comprehensive Community Mental Health Servicesfor Children and Their FamiliesProgram.

Family successwas defined from the perspectives of thefamiliesthemselvesand of the providers.
I nvestigators documented the criteriathe programsused to identify successful families, interviewed key
providersand families, and distilled aworking definition of successfrom theresponses. Familiesand
providersthen identified the specific servicesand service approachesthat they believe have been most
effectiveinheping familiesachievether gods.

Over time, the provision of servicesaspart of acommunity-based, family-centered System of Care
has dedlt effectively with the problems of emotionally disturbed children. Just which servicesworked inthat
situation and how they worked, however, have remained akind of “black box.” Thestudy onwhichthis
monograph isbased beginsilluminating theinterior of that black box by learning which practices seem
promising and under what circumstances.

STUDY DESIGN

A preliminary review of theliterature built abeginning framework for understanding families
perspectivesof effectiveserviceddivery. Theliteraturea so provided someinsight into thequditiesof
successful family/provider rlationships!  Specifically, the literature documented variousindividual qualities,
professiona perspectives, and specific supportsthat familiesperceive asfacilitating asuccessful relationship.
Theliteraturedid not yieldinformation concerning families’ definition of success. However, researchers
learned much about theimportance of families’ expanding roleasfull partnerswith providersintheservice-
delivery process.iti

Thirty-four in-personinterviewswith primary care giverswere completed in five grant communities.
In onecommunity, an additiona eight primary care giversparticipatedinafocusgroup. At least two
providerswereinterviewed in personin each grant community. The questioning routefor both familiesand
providerswas semistructured and open-ended, which allowed participantsto use their ownwordsto
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describetheir experiencesand expresstheir opinions. Participating grant communitieswere chosen
toreflect thevariety of contextsinwhich systemsreformisoccurring, including rurd, small cities/counties,
and urban communities.

Thefollowing questionsguided thisresearch:

m  How aresuccessful outcomesfor children and familieswith severeemotional disturbances
defined?

m \What arethe specific servicesor serviceresponsesthat contribute to successful outcomesfor
children?

m  What arethe strategiesthat are effectivein engaging and maintaining families involvementin
services?

m  What arethe supportsand relationshipsmost critica in promoting family success?

m  What characterizesthe successful thergpeutic rel ationship and how doesthisrelationship
contributeto successful outcomes?

SUMMARY OF FINDINGS

Inaddition to the definition of successthat wasmeaningful to both familiesand providers, consistent
themesemerged toidentify practicesfor achieving that success. Certain supportive and therapeutic services
werefreguently mentioned, but the factorsthat made them promising had asmuch to do with how services
wereddivered aswithwhich serviceswereddlivered.

Briefly, thefindingsrevea ed that promising practices could usefully be classified according to the
following functiond categories:
m Engagement—the processof connecting with and maintaining theinvol vement of childrenand
familiesinservices
m  Dédivery of Clinica Services—servicedementsthat |ead to the development of effectivefamily/
provider relationshipsand ultimately promote success

m  Structura and Operational Characteristics—specific features of servicesthat demonstrate
sysemvaues, including flexibility and afamily- and community-based orientation

Themonograph summarizesfamilies' definition of successby describing the hopesthey havefor
their children and thefamily asawholeand the accomplishmentsthey haveaready achieved. It then
identifiesand describesthe service approaches and direct servicesthat familiesand providersperceived to
bethemost important in hel ping them achievetheir goals. Inan effort to givevoiceto families, direct quotes
areheavily used, along with the comments of service providers, to describewhat familiesbelieveisreally
working at thelevel of serviceddivery. Itisworth noting that acrossgrant communitiesand among all
respondents, the practicesidentified showed agreat deal of consistency.
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Familiescong stently credited their successto the grant communities approach to services, which
they described asfocusing ontheentirefamily, meeting families* wherethey are,” and emphasizingthe
connection between thefamily and the community. Although familiestended not to useeither theterm
“approach” or System of Careterminology, their awareness of theformat of system delivery strongly
supportsthreekey principlesgenerally considered indispensablein aSystem of Care. Theactivity must be

m child centered and family centered,
m individudized,and
®  community based.

In each of thefive grant communities, these principles appeared to constitute the context for all
aspectsof servicedeivery.

Strong bonds between familiesand providers appeared to becritica, whether the providerswere
case managers, therapists, parent advocates, or other staff. Thesebondshad their beginninginthe
engagement process. Reflecting someof theliterature, providershbuilt trust and confidence by listening
carefully towhat familiesidentified astheir primary needsand treated family membersasfull partnersinthe
treatment process, focusing ontheir strengthsrather than ontheir deficitsV Meeting families' basic needs
for housing, food, and medical care early on alowed providersto devote attention to other important
resourcesand problems.

Grant communitiesbuilt engagement through the rel ati onships devel oped between thefamiliesand
program staff, aprocessdescribedintheliteratureV  Familiesidentified these relationships astheir most
important source of support. Unlimited accessto providersand adepth of caring equal to that of the
parentswere primary featuresof theserelationships“! |n many cases, providerswere perceived as“family”
and“friends.” Familiestended torely ontheseprovidersfor helpinmaking decisions, locating resources,
and obtaining crisisass stance.

Building ontheexigting literaturethat notestheimportance of family involvement in serviceddlivery,
inmany cases, familieswho weretreated as partners|earned case management techniquesthemselves.
Not only did they learn to seek their own support, but somefamiliesal so spoke of using the process of
planning and progressreview asaway to achievetheir stated goalsand asan opportunity to build skills.
Many familiesadopted the processin their homesto improve communication with their childrenand to
become organized. They also used these skillswith teachersand administratorswhen addressing their
children’sproblemsin school.
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Other features of services, such asflexiblefunding and the program staff’ s persistence and creativity
inmeeting needs, prompted familiesto refer totheir providersas“miracleworkers.” They credited
providerswith finding innovative waysto gain support in the community to satisfy eventhemost smpleand
practical needs. Atthesametime, providerswere strengthening the connection between familiesand their
communities. By supporting children’srecreationa activities, for example, thegrant communities
successfully enhanced positive peer-to-peer relationships. A mark of success often mentioned wasthat
childrenwere“fittingin” with their peersand demondtrating aninterest infriendshipsand activities.

Clinical interventions, such as psychotherapy, counseling, and psychopharmacol ogy, al so played an
important roleinfamily success. Attheir most effective, these serviceswere provided inacontextinwhich
boundariesand statuswererelatively relaxed. Theevidence of atrend toward conducting therapy in
nontraditional locations, such asthefamily home, seemed to begrowing. Given thiscontext and thenature
of theinteractions, familiesdid not refer totheir providersas*therapists’ or useany other title, but rather
spoke of them on afirst-namebasis.

IMPLICATIONS FOR PROMOTING FAMILY SUCCESS

Studying family successwithin aSystem of Care offersan opportunity to consider implicationsfor
other systemsdtriving to effectively servechildren with emotiond disturbanceand their families. Although
participantsand grant communitiescons stently identified several promising practicesbeing implemented at
theleve of direct care, theimplicationsfor other programsarelimited because of the small number of
interviews. Inaddition, thisstudy made no comparisonswith familieswho are not successful or who are
being served outside the System of Care.

Inthe grant communitiesstudied, “ success’” seemed to occur when thefollowing elementswere
present:
m Familieswerefully engagedinservices.

m  Providerslistened carefully and respectfully tofamilies' priorities—and addressed the highest
prioritiesfirst and promptly.

B Servicesaddressed the needsof theentirefamily.

m  Sevicesweredesigned onthebasisof thefamilies' identified strengthsand needs, aswell ason
their criteriafor success.

m  Servicespromoted and strengthened the connection between family and community.

m  Providers, bothindividualsand teams, demonstrated genuine caring and were persistent and
cregtiveinmeeting families needs. Mostimportant, they werefully accessibleto families, often
24 hoursaday, seven daysaweek.

m  Serviceswereflexibleand provided additiona supportsnot typically foundintherational
approachesto serviceprovision.
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m  Servicesprovided opportunitiesfor family empowerment, learning, and skill building. Through
thisprocess, familiesweregiven the chanceto solvetheir own problemsindependently.

Thereisclearly no substitutefor hearing from familiesfirsthand how important these e ementshave
beenintheir ability to experience achievements. Their enthusiasmin describing their achievementsandthe
providerswho had and were hel ping them reach their goalswas contagious. Theauthorshopethat this
report captureseven asmall portion of that enthusiasm and reflectsjust how critical certain servicesand
supportshave beentothewell-being of families.
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CHAPTERI: INTRODUCTION

OVERVIEW

Insystemsof carededicated toimproving children’smental health, patternsof successhaveresisted
directandyss. Theinputsinto the systemshave been clear enough—emoationaly disturbed children and
their parents, professionasof variousdisciplines, certain kinds of organizationsand logistical arrangements,
certainkindsof aid and trestment. The outputs are known aswell—various degreesof resolution of the
presenting problems, avoidance of morerestrictive and expensive solutions. Nevertheless, what constitutes
thewhat, the how, and thewhy of theinner workings of these systemshave remained akind of “ black box,”
with the contentsobscure and at timesamost mysterious. Thepurpose of thisstudy isto beginilluminating
theinterior of the black box, identifying the practicesthat connect theinputswith the desired outputs. Inthe
process, it ishoped that the practicesthat seem to be working the best and the reasonsthey areworking
will bebrought into the open.

What hasemerged isacore set of characteristics, steps, or ingredientsthat appear to be present in
all cases, regardiessof theindividual family or clinician. Evidently, thoseingredientsareactivatedinthe
relationship between thefamily anditsclinician. AsBurns, Hoagwood, and Mrazek have pointed out,

The effectiveness of services, no matter what they are, may hinge less on the particular
type of service than on how, when, and why families or caregivers are engaged in the
delivery of care. Whiletraditional forms of care approached mental health treatment in
a hierarchical top down approach (with the clinician maintaining some distance from
the recipients of treatment), this approach is not reflected in newer forms of service
delivery. Itisbecoming increasingly clear that family engagement is a key component
not only of participation in care, but also in the effective implementation of it.'

Familiessupported thisposition in conversations about successful interactionswith systemsof care.
Parentshad anarrower frame of reference and view of what constitutes success than might be expected.
They tended to speak from the perspective of their child and their family, and they focused on concretedaily
issues. Incontrast, clinicianstended to have abroader frame of reference, including asense of the strengths
and challengesof each family and strategiesfor hel ping thefamily become moreindependent. Family
memberstended to placelessemphasisontheformal characteristics of treatment options, such asagroup
homeversusahospita. Instead, they repeatedly focused on how serviceswere delivered and by whom,
rather than on any particular intervention.
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Similarly, parentstypically did not speak in abstract terms about interventionsand insights. Rather,
they made down-to-earth comments about caring, accessibility, andtrust. They also spokefrequently about
concrete achievements, such asimproving school grades, reducing angry outbursts, making friends, and
using specific coping Strategies.

Theroleof clinician wasless defined and was described without ironclad boundaries separating, for
example, therapist from casemanager. Clinicianswho were seen ascommitted to amoretraditional office-
based approach and who appeared to feel uncomfortable providing servicesoutside that setting were
perceived aslesseffective. Thoseclinicians perceived to be most successful were comfortabledefining their
roleindependently of the setting inwhich serviceswere provided and werewilling to go into family homes.
Descriptionsof their work implied moreflexible boundaries, designed to meet familieswherethey are. The
systemitself placed aset of expectationson cliniciansthat involved flexibility in how they deliver clinical and
therapeutic services.

In oneway or another, the relationship between afamily and itsclinician and other support staff was
characterized astheessentia ingredient inall recipesfor success. Thereationshipwasnot dwayssufficient
to bring about desired changeswithout other servicesand supports—but the other servicesand supports
werenot sufficient without thisbasicingredient. More specifically, thefollowing pointsemerged concerning
thisrelationship:

m  Successful relationshipswere characterized by ease of access, depth of caring (asense of
genuinenessand commitment), responsiveness, positivereinforcement, bonding andtrust, a
two-way partnership, and continuity of care. Successful therapistswere seenasproviding a
sounding board, being supportive, offering unconditiona acceptance, and validating thethoughts
and actionsof family members. Flexibility intermsof whereand how therapy took placewas
highly regarded.

m  Therapistsregarded as successful tended to focus onthe strengths of the child and thefamily
and to proceed with encouragement and positivereinforcement. Through theemphasison
strengths, families spoke of receiving acceptance, respect, and support.

m  Successful interactionswere characterized by thefamily’sparticipation at dl levels, withthe
child having avoice and the parents having asense of partnership.

m  Successful interactionsinvolved training and education for familiesand their children, which
occurred asasuccess on of transactionsin many formsas providers madetheir knowledge and
experienceavailabletothefamily.

m  Finally, other aspectsof servicesand supportsrepeatedly described asvaluableincluded
relationships between familiesand parent advocates, case aides, and other nonclinical program
staff, aswell asflexiblefunding, community-based services, priority for basic needs, and
effective coordination of care.

It would be amistaketo concludethat theseingredients could be combined in astandard recipeto
produceagivenresult every time. Infamilies storiesof success, the combination of these characteristics
appeared to beendlessly variable and nonlinear. Therewasno singlegood (or best) way of combining
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ingredients, any morethan thereisoneway to characterize good parenting. Nevertheless, relationshipwas
alwaysat theroot of families accountsof success. |nthese accounts, successful cliniciansdemonstrated the
kind of treatment that Arnold and colleaguescalled for when they said,

Good clinical treatment isindividualized, compatible with the clinician’s style, intuitive
aswell aslogical, and attentive to the affective relationship. Good sciencerequiresthat
the treatment be uniform, manualized, explicit, and logical, with the patient-client
relationship a variable to be examined."

Intheend, it wasthe respondentswho lighted theway into the black box of effectivetreatment in
systemsof care, providing aglimpse of the content and the context through their eyes. Theremainder of this
monograph reportsmorefully on thoseelementsandilluminatesavariety of recipesand aclear appreciation
of theneed for further study.

ORIENTATION TO THIS REPORT

Centrd tothisstudy istheeffort to give voi ceto successful families, allowing themto sharetheir
perspectivesand experienceswith other familieswho have smilar needsand experiences, aswell aswith
the professional swho seek to servethem. Following areview of the methodology and theliterature, the
monograph summarizeswhat familiesand their service providershaveto say about thefollowingissues:

m  How successand successful outcomesare defined

m  How supportiverelationshipsare devel oped and, in conjunction with direct services, have
contributed to their success

m  How the structure and valuesimplemented and embraced by systemsof care serve ascontext
and arean important foundation for serviceprovison

The study presentsdefinitionsof successfrom severa levelsof providers, including CMHStechnical
ass stance staff, grant community directors, clinicians, and other program staff caring for familiesdirectly.
The profilesof thegrant communitiesin Appendix A identify thefesturesin each grant community that the
technical ass stance staff considered most promising. Theproviders rationaein seecting successful families
for thestudy isdescribed in the M ethodol ogy under Site Selection.

Appendix B offersthe perspectives of thetwo parent research assistantswho participated inthe
study, beginning with study design and ending with analysisand reporting. They describe how they believe
their contributions have benefited the study and how they have persondly benefited from their involvement.
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WHAT THE RESEARCH LITERATURE SAYS ABOUT SUCCESSFUL
OUTCOMES AND FAMILY INVOLVEMENT IN SERVICE DELIVERY

Although theliterature offersmuch information about families' perceptionsof providers, the
effectivenessof treatmentsor services, and thegrowing roleof familiesin serviceddivery, it containsvery
littlethat describessuccessfromthefamily perspective. Specifically, few if any studieshave documented
family definitionsof successor have described what afamily hopesto achievethroughout the course of
receiving services. Althoughareview of theliteratureyie ded substantial dataonfamily perceptionsof
effective serviceddivery, no direct relationship was establi shed between what familiesidentify asdesired
outcomes and the service el ementsthat contribute to those achievements.

Researchersinthisstudy attempt to establish some connection between effective service ddivery
and positive outcomes, based on the assumption that effective servicesaremorelikey than ineffective
servicesto produce positive outcomes. Intheabsence of datadefining successand identifying services
most important inafamily’sability to achieve success, areview of theliterature on service effectiveness
emerged asthe next best alternative. Consequently, thistopic makesup alarge portion of theliterature
review.

Themainimplication fromtheliteraturereview isthat family memberscanand do providevauable
insght and expertisein planning and implementing treatment optionsand service plansfor their children. In
addition, theliterature offered insgght into the quaities of successful family/provider relationships, anissue
that families participating in the current research hel ped expand on.

PARENT INVOLVEMENT IN SERVICE DELIVERY

Inrecent years, the growing emphasison having familiesplay amore activerolein the organizations
providing servicesto children with severeemotiona disturbanceshasled to questions about the appropriate
level and nature of parent involvement. Despitelegidative and policy requirementsfor increasing level sof
parent involvement, parentsand profess onal s continueto recognize thelack of wide-scalefamily input into
theprovisonof care. Inaddition, thereisinsufficient research to encourage and guide professonasinthe
fieldtoinclude parentsand other significant caretakersin thedesign, ddlivery, and eva uation of the services
being providedtotheir children. Asresearch onthenatureof effective parent involvement grows, thosein
thefield aretrying to understand the best way to get parentsto participate successfully at al levelsof their
child'scare.’

Asthediscussonthat followsreveds, theliterature on parent involvement in servicesfor children
with severeemotional disturbancesclustersaround two mainthemes. Thefirst refersto the parents
perceptionsof effective servicedelivery. Specifically, it relatesto the provider characteristicsand qualities
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that families see asbeing most important in asuccessful parent/provider relationship and to the program or
service characteristicsthat familiesfind most helpful. The second themefocuseson the devel opment of
parent and professiona partnershipsand discussesthe challengesinherent inthe process. It further focuses
onthechangestaking placein thefield with respect to the parent/professiona relationship and identifies
some of the benefits of establishing thisnew parent/professiona partnership servicemodd.

DEFINING EFFECTIVE SERVICE DELIVERY

Thefollowing discussion of theliterature suggeststhat both the direct rel ationship between parents
and their provider and theparents perception of their providersareimportant factorsin effective service
delivery. Most of the dataaddressthree mainissues: the characteristics of parent/provider partnerships, of
the provider asanindividual, and of the program or service.

Characteristics of Effective Parent/Provider Partnerships

Astheeffortsto articulate the common el ements of effective parent/professiona collaborationsgrow
inthefied, aset of guidelinesfor identifying and potentially devel oping these partnershipsisemerging.
Researchersoffer four characteristicsfor consideration: (1) Partnershipsarebuilt onthe premisethat all
partners contribute specific skillsand strengthsto therelationship; (2) both partnersvoluntarily enter intoa
collaborativerdationship; (3) partnersare committed to honesty and trust within the relationship; they
disclose any information relevant to therel ationship and are committed to each other; and (4) all decision-
making powerswithin the partnership are clearly assigned among the partnerswhenitisformed.”

In thissame review, the authors describe communi cation between provider and parent asacritica
factor insuccessful trestment interventions. Researchers specify theelementsthat facilitate effective
communication and feedback between family and provider. They focusonthequalitiesof theindividual
professionals, including their persondities, and their actual behavior during and around thetime of
intervention.

Characteristics of the Provider

A review of severa studiesfound that several qualitiescommontotheindividua professionadswere
themost helpful inserviceddivery and trestment.Y One study of familiesin Wisconsinidentifiesthe six
characteristicsof their service professionasthat they considered most hel pful: (1) knowledgeinthefield (as
reflected in their understanding of issuesrelated to early intervention); (2) good communication skills,
including the ability both to explaininformation and conceptsand to be an effectivelistener; (3) adoption of
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afamily-centered approach, asreflected intheir ability to establish rapport and work effectively with both
parentsand children; (4) supportivenessto families; (5) possession of positive persondity traits, and (6) a
positive outl ook.

Thissamereview reportson another study inwhich parentsidentified supportiveness, sengtivity,
andtheproviders overall postiveattitude asimportant characteristics. Eight professiond abilitieswereaso
identified: (1) creating asupportive environment; (2) demonstrating atotal commitment to thefamily; (3)
establishing rapport with thefamily; (4) reinforcing positive aspectsof the child; (5) demonstrating sengitivity
tofamily issues; (6) sharinginformation and building parent’s confidence; (7) clarifying team members
expectations; and (8) listening and responding to parents.

Other authorsdescribetherelevance of parents' perceptionsof their provider’s personality and
professiond characterigtics’ Researchers have concluded that parents’ views and opinions about the
professiona withwhom they and their child worked determined their view about the program’soveral
quality and effectiveness. Theimplicationisthat parents positive opinionsabout their child’s provider often
correspond with their belief that the servicesthemsalves are effective. Inaddition, when parentsperceived
their provider ashelpful, they also believed that the provider had ahigh leve of regard and concernfor the
child. Thisresearchdsoreinforcesthebdlief held by othersin thefield that communi cation and feedback
areessentid inestablishing positivereationships.

Open communication on the part of the provider was equated with hel pfulnessby the parents.
Specificdly, professionalswho took thetimeto respond to parents’ expressed desirefor information on
treatment alternativesfor their child were considered to bethe most helpful.

In another study, parentswereinterviewed concerning the specific qualitiesof professionasthat they
foundmostimportant.”  Effective counsalorswere identified as being understanding; having asense of
humor; and being downto earth, sincere, nonjudgmenta, caring, and sensitive. Those professionaswhose
interpersond interactionswererated positively were described asnot being “ stiff” or “forma” or likea
“professional,” but rather asbeing“ casua,” “informal,” and“downto earth,” likea“regular person.” The
implicationisthat parentsseek alevel of comfort withtheir providers. Therefore, establishing apositive
connection with the parent, demonstrating respect, and refraining from being condescending areimportant
tasksfor the provider.

A follow-up study conducted in 1992 of 104 familieswith children who had been abused and
childrenwith behaviora problemsyidlded similar findings."  Among the professiona attributesfound to be
most valuableto family memberswere honesty and trustworthiness, theability of theworker to establisha
connection to the parentsand children, and the ability to communi cate asense of support to the parentsand
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family. Parentsinthisparticular study werelesslikely torecall “fancy therapeutic techniques’ and more
likely torecall the* dignity and respect receivedintreatment,” aswell asthegenera fedingsof “vaidation
and support.”

A study of stepfamilies seeking counsaling onissuesassociated with coping with their new family
structuresasoratessimilar quaitiesasimportant.* In additionto their professiona skill and level of
expertisein stepfamily issues, thethergpists ability to communicatewithwarmth and trust wasidentified as
beingcrucid. Likeother studies, thisresearch highlightstheimportance of effective communication and
support asbeing themost helpful aspectsoverdl. It alsoidentifiesaunique characteristic: theprofessonals
ability tovalidatefamilies, especiadly at timeswhen they may belessableto provide such validation for
themsdlves

Theliterature does not appear to support or favor parental acceptance of any one professional
disciplineover another. Rather, datavary from study to study, suggesting that parent perceptionsof different
service professionas(i.e., socia worker, psychologist, etc.) aremixed. A review of several studiesreveals
that parents’ opinionsof professionasdependin part on professiona discipline, yet thereisno congstency
inthesefindingsacrossstudies* For example, to determinewhat, if any, impact apractitioner’s mental
modelshad on the parent/professiona relationship, onestudy |ooked at psychiatrists, psychologists, and
socid workersX Theresultsindicate that among the three groups, socia workerswereleast likely to score
wdl onthe*family friendly” dimension, whereas psychiatristswerefound to bethe most supportive and
least judgmental. Psychologiststended to score somewhere between the other two groupsin most
categories, while scoring higher onissuesof openinformation sharing and theimportance of research-based
knowledge. Inanother study, thefindingswerereversed X Familiesreported the greatest satisfaction and
theleast dlienationwith psychologists, whilereporting theleast sati Sfaction and the greatest alienation with
psychiatrists.

In arelated area, both parentsand professionalswere found to associate the source of thechild’'s
behavior problemswith the parent’ s attitude about theintervention and its effectiveness X' When parents
attributed their child’ sbehaviord difficultiesto genetic or medica causes, environmentally based
interventionswerelesslikely to succeed. Conversdly, parentswho attributed their child’ sbehaviora
difficultiesto environmenta causeswerefound to be morelikely to respond to behaviora or environmental
interventions. Likeothers, thisstudy found that generally, treatment methodsthat rely on apositive
approach are more acceptableto families. Such treatmentsalso tend to takelesstime and havefewer side
effects. Inaddition, themore severethe presenting behaviora problemsare, thegreater isthelikelihood
that thefamily will accept amoreintensivetreatment or professiond intervention.
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Characteristics of Program or Service

Theliterature dsoidentifiesthe program characteristicsthat parentsgeneraly found most and least
helpful. Inhighlighting theleast hel pful aspectsof programs, someidentify brief serviceavailability anda
lack of serviceintensity astwo negative characteristics XV Other literature focuses on the barriersthat
parents continueto encounter in securing effectiveintervention: alack of funding for transportation and
daycare; useof professional languagethat parents do not understand; and the daily time constraints
experienced by many parentsof children with severe emotiona and behaviora disturbance.’® Various
articlesmention thefollowing asbeing themost hel pful aspectsof trestment or service:

m  Setting specifictreatment goa's

®m  Requiring homework assgnments

m  Providing servicesfor theentirefamily, not just theidentified child

m Emphasizing theteaching components of treatment Vi xvii. xix, xx

Other program characteristicsidentified in theresearchincludethe avail ability of therapists, such as
the parent’ saccessto atherapist’s office and home phone numbers and the provision of in-hometherapy.
It was, however, difficult to determinefromtheliteraturewhether theragpistsengaged inthese activities
informally, without the approval of theagencies, or whether these activitieshad been deliberately
incorporated into the service delivery approach.

DEVELOPING PARENT AND PROFESSIONAL PARTNERSHIPS

Challenges of Developing Parent/Professional Relationships

Theliteraturesuggeststhat it may bedifficult for family membersand profess onalsto becomefull
partnersin servicedelivery because of existing differencesin perspectiveon severa issues. Some
researchersand theorists submit that thetraditiona therapeutic rolesinvol ve an unequal sharing of power
between parentsand professionals, acondition that standsin opposition to much of the current thinking on
parent/professiona partnerships Thereis some evidence that many professionasare still reluctant to
abandon theseroles, thereby risking thefurther alienation of thefamiliesthey serve. Thedifferences
between parents and professionalsappear to lieprimarily inthelr focus. For example, in one study,
professional sexpressconcern over limited financia resourcesand personne shortagesin treatment settings,
whereas parentsstress staff training and quality services. Inaddition, parentsemphasizether greater
involvement in treatment activitiesand theremoval of barriersto treatment, whereas some professionals“ do
not ascribeamajor roleto parent involvement.” While parentsfocused on evaluations, which they felt were
not usually extensive, professiona swere more concerned that parentsdid not fully understand or accept
their child'sdifficulty and therefore had limitedinvol vement intheintervention.
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Advances in the Parent/Professional Relationship

Notwithstanding the differencesin focus between parentsand professionals, data support the notion
that ashiftisoccurring in the parent/professiona roleXi-»vxv - A growing number of parents have begunto
establishgreater equality intheir relationship with service professionas. However, thisshiftiscomplicated
by the strongly held opinions of many professionaseither that parentsare not seeking greater involvement
or that their involvement isinappropriate. A study onthelevel of parent participationin servicesfor children
inhospital settingsindicated that “ many parents separate themsalvesfrom their childrento devel op greater
normalcy at home.”>v

Thereported exception occurswhen the child’ sproblemsare organicin nature. 1nthose cases,
parentswereoften morewilling tolearn about the child'sillness. Theauthorsreferenced, however, caution
that generalizing about parents willingnessto participate and partner with professionasisdifficult because
of thediverdty in cultureand context of family circumstances. For example, cultura differencesinfluence
the degreeto which familiesshare personal and confidentia information, aswell astheir approachto deding
with physica and cognitivedifficulties.

Despitethesechallenges, theliteraturereflectsthat both parents and professionalsaretaking on new
and variedrolesin caring for children with severe emotional and behavioral disturbances. For example,
whereas professionalswere previoudy considered the“ expert” and parentsssmply theclient, parentsand
primary caregiversareincreasingly being viewed asexpertsbecause of their uniqueknowledge of their
child’ sbehavior. Inresponseto theserol e shifts, professiona sare being seen more as consultantswith the
primary respong bility to “ stimul ate changesin how people cometogether and interact within the problem
solving processitsdf.”*i The process of collaborative consultation has been described as“amodel that
actively involveseducators, youths, and counsel orsasequd participantsand expertsin problemsolvinga
pecificissue”

Inthese evolving roles, parents and profess onal s appear to beworking toward partnershipsthat
involve shared power and accountability. Onestudy describessix elementsof successful collaborative
relationships: (1) collaborationisvoluntary; (2) collaboration requiresequality among participants; (3)
collaborationisbased on mutua goals; (4) collaboration depends on shared responsibility for participation
and decision making; (5) individua swho collaborate sharetheir resources; and (6) individualswho
collaborate shareaccountability for outcomesii |n this context, the role of expert isnot tied to a specific
title or job description; rather, it depends on the specific nature of the problem and on thoseindividualswho
havereevantinformation.
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Intheir new roleas consultants, parents affect the course not only of their own treatment process
and that of their child, but aso of the broader field of treatment in genera. By bringing new insightsaswell
asexpectationsfor moreeffectivelevelsof carefor their children and themsalves, parentsare beginning to
haveabroader impact on different types of therapeuticinterventions. Consequently, new modelsof parent/
professional partnershipsare emerging astherolesof parent and professiona continueto change o

Benefits of Parent I nvolvement

A substantia amount of literature supports parent involvement in service ddlivery i |ncreased
parent involvement has been associated with many trestment benefits, including theability of theservice
provider to moreaccurately predict parent behavior during the course of their child’ streatment.

I ncreased parent involvement in service delivery hasresulted not only ingreater collaboration among
professional swithin disciplines, but dsoin collaboration between disciplines iV Asparentsare
increasingly cast intheroleof casecoordinator for their child'scare, medical, educational, and mental health
professionasbecome moreaware of the complex clinical issuesfaced by many familiesof childrenwith
severeemotional disturbance. Perhapsof greater significance, professiona sbecomeawareof the
complexitiesinherent in parents' effortsto negotiate acomplicated system of serviceddivery.

Parent involvement inachild’ streatment has been associated with acorresponding increasein
parent’ sfedingsof salf-efficacy—thebdief that they can personaly accomplish agiven outcomebecause
they possessed therequired skills**v Anincreased sense of self-efficacy correspondswith anincreased
investment intheir child’ streatment and treatment outcomes. Similarly, other research hasindicated that
improved parent self-esteem, which trand atesto more positiverolemodeling for children, hasapositive
impact on theintervention ot »oovi

Not only doesincreased parental involvement affect theindividual family’ strestment, but greater
collaboration between parentsand professional shas animpact on treatment systems generally. Vil xxix- Ag
professional sbecomeinvolved with parentswho engagein lesstraditional roles, they experiencean
increased awareness of and awillingnessto exploretrestment alternativesand shiftsintheir ownroles.
Ultimately, greater collaboration between professional sand parentsand theformation of true partnerships
allow an expanded array of interventionsand avail able supports.

A second benefit of increased parent involvement in their child'streatment isreduced lengths of stay
inthetreatment environment.X  According to one study, adirect relationship exists between shorter staysin
resdentia treatment servicesand increased parent involvement intreatment. Thisbenefitisparticularly
vauabletoday because greater emphasisisbeing placed on thetreatment benefits of maintaining childrenin
their homeenvironment and serious economic limitations create pressurefor reducing the cost of treatment.
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These sameauthorsindicatethat just asincreased parent involvement resultsin more positive
treatment outcomes, it al so correspondswith anincrease in positive feedback from parentsabout the
program. Asparent feedback becomesamoreintegral part of overall program design, programsurvival
will likely belinked toincreased parent involvement. Althoughtheimportanceof parentinvolvementin
sarviceddivery hasemerged over severd decadesand hasmanifested itsdlf inlegidation, policy, and, toa
lesser extent, practice, continued research isrequired to substantiate the val ue of making parentsmore
meaningful membersof the serviceteam. Thedia ogue between parentsand professionalsregarding the
parents roleintheservice system hasbegun and appearsto be gaining significant momentum.

SUMMARY

Giventheavailableliterature, it isimportant for thisstudy to givevoiceto familiesabout the services
and supportsthat aremost influentia in promoting their success. Morespecifically, researchershopeto
supplement theexisting literaturewith aclearer understanding of how familiesdefine successfor their
children and to establish arelationship between what familiesidentify asdesired outcomesand the service
elementsthat contributeto those achievements. Itisalso hoped that thisstudy will assistin developing a
connection between effective service ddivery and positive outcomes. Theexisting literatureonservice
effectivenesshel ped inform the devel opment of relevant interview questions, facilitating thefurther
exploration of theimportance of family involvement in servicedelivery and theinner workingsof family/
provider relationships.
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Study Traits of Providers
Dinnebeil Have knowledge in the field
and Rule Have good communication skills—including listening and responding to parents
(1994) Adopt a family-centered approach
Support families and create a supportive environment
Possess positive personality traits—positive attitude and sensitivity
Demonstrate a total commitment to the family
Reinforce positive aspects of the child
Share information and build parent’s confidence
Clarify team members’ expectations
Tarico et al. Parents equate open communication with helpfulness.
(1989) Providers have a high level of regard and concern for the child.
Providers respond to parent’s need for information on treatment alternatives.
Parents’ perceptions of provider’s personality and professional characteristics
determine their view about the program’s overall effectiveness.
Sells et al. Are understanding
(1996) Have a sense of humor
Are down to earth—casual, informal, like a regular person
Are sincere
Are nonjudgmental
Show caring and sensitivity
Coleman Are honest
and Collins Show trustworthiness
(1997) Have the ability to establish a connection
Communicate a sense of validation and support
Pasley et al. Professional skill and level of expertise
(1996) Ability to communicate warmth and trust
Effective communication and support
Ability to validate families
Study Traits of Collaborative Relationships
Dinnebeil All partners contribute specific skills and strengths to the relationship.
and Rule Both partners voluntarily enter into the relationship.
(1994) Partners are committed to honesty and trust.
All decision-making powers are clearly assigned among the partners.
Communication between partners is critical.
Keys et al. Partners adopt new and varied roles in caring for children with severe emotional
(1998) and behavioral disturbances (i.e., parent as “expert”).
Professionals act as consults with responsibility for stimulating change.
Friend and Collaboration is voluntary.

Cook (1997)

Collaboration requires equity among participants.
Collaboration is based on mutual goals.
Collaboration depends on shared responsibility.
Collaborators share their resources.
Collaborators share accountability for outcomes.
Role of expert is not tied to title or job description.
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CHAPTERII: METHODOLOGY

STUDY PURPOSE AND OBJECTIVES

Thepurpose of the study isto describe successful treatment outcomes and the servicesthat
promotethem for children and familiesbeing served by aSystem of Care. It documents, fromthe
perspective of parentsof childrenwith severeemotiona disturbances, the services, gpproaches, and other
program featuresthat aremost promisingintermsof promoting family success. Thestudy aso placesa
speciad emphasison understanding thefeaturesthat constitute the* black box” of the successful therapeutic
relationship. Ascomparison and validation, the study seeksto understand the clinician’s perspectiveon
theseissues, aswell.

Thestudy reliesoninterviewswithfamiliesand cliniciansto answer thefollowing questions:

m  How aresuccessful outcomesfor children and familieswith severeemotiona disturbances
defined?

m  What arethe specific servicesor serviceresponsesthat contribute to successful outcomesfor
children?

m  What drategiesareeffectivein engaging and maintaining families' involvement in services?
m  What supportsand relationshipsaremost critical in promoting family success?

m  What characterizesthe successful therapeutic rel ationship and how doesthisreationship
contributeto successful outcomes?

STUDY DESIGN

Thefundamenta premiseintheliterature—that familiesprovide valuableinsight and expertisein
planning and implementing services—wasincorporated into the overall design of theresearch. Weincluded
parentsof children with severeemotiond disturbance aspartnersin the research design with the expectation
that they would ensuretherelevancy of the study and makeit morefamily friendly. By actingas
“consultants’ or “experts’ and offering insight and knowledge, parentswould enrich theresearch overal and
possibly bring about unexpected benefits.

Alongwiththeliteraturereview, preliminary interviewswith parent research ass stantshel ped shape
our initia thinking about the questionsto includewhen interviewing families, providers, and key supportsin
each grant community. During the process of devel oping questionsto addresstheresearch objectives,
parent research ass stants hel ped ensure that the questionswere stated clearly and werefamily friendly.

I nterview and focus group guideswere open-ended and semistructured, to allow and encourage participants
to characterize successful outcomesfrom their own perspectives.
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We deliberatel y designed theresearch to have apositivefocus, aimed at providing answersto “what
works.” Wethereforedistinctly emphasi zed positive outcomesand relationships. Inaddition, we hopedto
givefamiliesan opportunity to nullify or vaidate, and expand on, someof thefindingsfromtheliterature as
they relateto service effectivenessand family/provider relaionships. Our ultimategoa wastolearn and
benefit from the experience of successful familiesand their service providers, so that other might benefit
fromther experience.

Thisresearchrelieson acase study methodology, which alowsresearchersto consider the
contextua conditionsthat may affect theissuesbeing studied. X! The case study also relieson multiple
sourcesof evidenceto help triangul ate, or support, theinformation thefamily reports. For thisstudy, the
primary caregiver in eachfamily served astheprincipal sourceof information about that family’s
experience. Other membersof thefamily, such astheprimary caregivers children, spouse, and parents,
who were present during theinterview with the primary caregiver served asadditional sourcesof
information. Inaddition, somefamiliesidentified key supportsand gave permissionfor ustointerview them
separately. Inmost cases, familiesidentified their multidisciplinary or multiagency team, therapists, or other
program staff astheir most important support. Inour study, only afew primary caregiversidentified
someone outsidethe service system astheir most important support. Giventimeand their availability, we
interviewed these key supports, who included case managers, therapists, parent advocates, and other
program staff, aswell asextended family membersand friends.

The Role of Parent Research Assistants

The participation of parent research assistants as part of the Florida Study Team wasessentia to the
successof thestudy. Fiveparentsof childrenwith specia needs participated in all aspectsof the study,
including design, datacollection, analyss, and interpretation. These parentsprovided firsthand experience
withtheneedsof children with seriousemotiona disturbanceand their families, aswell assuccessful
outcomes.

Parent research assistantsinitialy participated asintervieweesfor piloting thedraft interview
guestions and subsequently worked with theteamto clarify the study objectivesand finalizethetopic areas
includedintheinterview guides. Theseparentsplayed acentral rolein determining thefina wording of the
family recruitment flyer and the primary caregiver interview guide, ensuring that theseitemswerefamily
friendly, focused on strengths, and were meaningful and relevant tofamilies.

Parent research assistantswere also part of theinterview teamsthat traveled to the grant
communitiesto collect data. They brought the parents’ perspectiveto atwo-personinterview team, in
whichtheother interviewer wasaprofessional researcher. Acrossall grant communities, aparent research
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assi stant was absent from theinterview only in two casesin SantaBarbara, wherethe primary caregiver’s
primary languagewas Spanish. Because of limitationsin timeand funding, theteam wasunabletoincludea

Spani sh-speaking parent interviewe.

Whentheinterviewswere completed, parentsworked in cooperation with their interview partner
and theteam asawholeto analyze the dataand prepare written reports and chartsto represent thefindings
for their individual grant community. Two of thefive parent researchersa so asssted in drafting certain
portionsof thismonograph, specificaly the section summarizing thefamilies hopesand dreamsand the
storiesof their persona experienceswiththe study (see Appendix B).

Site Selection

We chose grant communitiesfor the study to reflect avariety of contextsinwhich systemsreformis
occurring. We based our selection primarily on nominationsfrom technical assistantsrepresenting three
grant communities serving urban, rural, and small city/county populations. At thetimewe conducted our
research, weorganized, or clustered, grant communitieswith similar characteristicswith the expectation that
they would learn from one another and approach service delivery with some cons stency, giventhe specific
population they were charged with serving. Asaresult, grant communitiesserving themost densely
popul ated areas represented one cluster, asdid those serving smaller citiesand suburban areasand those
servingarural population.

We asked technical ass stantsin these communitiesto nominate grant communitiesthat they thought
wereimplementing servicesor gpproachesat the practicelevel that held“ promise” intermsof promoting
successful outcomesfor families. Beyond thisrequest, we purposaly kept the criteriaundefined. By leaving
thetechnical assistantsto draw ontheir own definitionsof successful outcomesto select these communities,
they a so contributed to thefindings of the study. Technical ass stantsbrought to their nominationssevera
yearsof experiencewith thegrant communitiesand adepth of knowledge based on their participationin
meetings concerning service planning and implementation.

From thetechnicd assstants nominationsand with the additiona consideration of geographic
representation, the research team selected at |east one community to represent therural, urban, and small/
city county grant communitiesasacollective. After determining their availability, wechosethefind five
grant communitiesfor the study: the North Dakota Partnershipslocated in Bismarck and Fargo, North
Dakota (hereafter referred to asthe Partnerships or North Dakota); the Multiagency Integrated System of
Carein SantaBarbara, California(hereafter referred to asMISC); the Community Wraparound Initiativein
the suburbsof Chicago, Illinois (hereafter referred to as CWI or Oak Park); the Southwest Detroit
Community Mental Health Services, Inc., in Detroit, Michigan (heresfter referred to as Southwest Detroit
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Mental Health); and the Guilford Initiativefor Training and Treatment Services (hereefter referredtoas
GIFTTS), oneof thefour sitesof the North CarolinaFA CES (Familiesand Communities Equal Success)
System of Care State Level Project.

Oncetheresearch teamidentified the grant communities, we contacted Directorsand Program
Managersand asked themtorecruit familiesfor the study. Weleft thedefinition of a* successful family”
opentointerpretation by each grant community and requested that they describetheir processand selection
criteria. Giventhat the availableliterature on successislimited, theresearch team wanted to understand the
factorsthat individuasat different level sof service provision takeinto account when defining successfor the
familiesthey serve. Further researchisrequired to document thefactorsthat are most associated with
family “success,” including how to weight thesefactorsto denoteimportance. Inaddition, further study is
needed to identify and understand the factorsthat may have prevented afamily from being nominated as
successtul.

Each community recruited six familiesto beinterviewed. SincetheNorth DakotaPartnership
offered contact with two distinct servicelocations, onein Bismarck and onein Fargo, eachlocation
identified threefamilies. Because of thenumber of familiesresponding in Bismarck, afocusgroup was
scheduled inthat community, giving thesefamiliesan opportunity to sharetheir perspectives.

Using purposeful sampling techniques, familieswere stratified by their experience of successand by
therichnessof information they had to offer about the service and rel ationships most promising in promoting
successful outcomes. Beyond thisbroad approach to sampling, each grant community employeditsown
uniquemethod of recruiting familiesfor participationinthestudy. Brief descriptionsof their recruitment
processfollow.

The North Dakota Partnerships

Bismarck, North Dakota. The Project Director in Bismarck recruited familiesby posting inthe
family service center flyersdesigned by theresearchteam. Familiesinterested in speaking about their
success contacted theprogram staff. Threefamilieswerescheduled to participateinindividua interviews,
with eight additiond familiesvolunteering for afocusgroup. Anadditiona family provided itsinput through
aninformal interview, when the primary caregiver wasunableto attend thefocusgroup. Thesefamilies
represented eight of the 11 Care Coordinators employed in Bismarck.
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Fargo, North Dakota. The Project Director in Fargo selected familieson the basisof the
diversity of their needsand theindividua situationsthat they represented, including geographical
consderations. The Care Coordinatorswere approached and asked to nominatefamiliesthey believed had
experienced some success. Threefamiliesagreedto sharether stories.

Southwest Detroit Community Mental Health Services, Inc., Detroit, Michigan

Under theleadership of the Executive Director, the program supervisor of the Southwest Detroit
Mental Health Servicesassumed thelead roleinrecruiting familiesfor thestudy. Direct-care staff weretold
thegoals, objectives, and parameters of the study and were asked toidentify familiesthey considered
successful. Ultimately, familieswereidentified on thebasisof the staff’sknowledge of their unique Situations
and outcomes. No specific definition or criteriaof “ successful families” wasarticulated, and staff members
used their persond experiencesand intimate knowledge of thefamiliesthey servetoidentify thosewho were
functioningwell. Thisresult suggeststhat in Detroit, concrete or tangible characteristics of successmay vary
by family and may depend on each family’ sunique circumstances.

Guilford Initiative for Training and Treatment Services Site (GIFTTS),
Greensboro, North Carolina

TheDirector of thisgrant community held the primary respong bility for coordinating family
recruitment in Greensboro. An effort was madeto represent the ethnic distribution of families served by
GIFTTS. Thedetermination of successwasbased onthe service coordinators' experience and history with
families, aswell ason direct reportsfrom families about their perceptionsof their own success.

Multiagency Integrated System of Care (MISC), Santa Barbara, California

TheMISC Program Manager, in consultation withindividua caseworkers, selected familiesfor the
study. Caseworkersidentified familiesthey believed had achieved somelevel of successintheprogramand
would bewilling to sharetheir thoughtswith interviewers. Caseworkersused their depth of experiencewith
familiestoidentify children and familiesthat weredoing well. Discussionswiththe parents, family members,
and school and therapeutic personnel contributed to the decisionto includefamiliesinthe study.

Inthemost basic sense, family “success’ in SantaBarbarawas defined as having met the treatment
goasidentified by thefamily and M1SC personnd at the beginning of thetreatment process. Thesegoas
included improved sdlf-esteem and some change or improvement in home-based behavior, such asgreater
communication between parent and child or lesshostile or violent behavior. Successwasa so defined by
“precision of fit” dataprovided by the University of Cdifornia, SantaBarbara, indicating improved school
performance, both academic and behaviord.
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Community Wra paround Initiative (CWI1), Three Township Site, Oak Park,
[linois

TheClinicd Director for Community Family Services(CFS), oneof thethree community mental
hedlth agenciesthat make up CWI, had primary responsibility for identifying familiesto participateinthe
study and relied on program staff providing direct servicesto make nominations. Inmakingthefina
selection, the Clinical Director attempted to represent the geographical areaof theLocal AreaNetworks
(LANS).

Family nominationswerehighly individudized, yet generaly had thefollowing characteristics: (1)
familieswerefunctioning well; (2) thewraparound teamsof thefamiliesnominated werestrong, yet flexible,
and had implemented agood plan; (3) familieshad demonstrated changesin thelevel of understanding of
their children and families; and (4) familieshad implemented functional improvements. Thesefamilies
generally felt more supported, empowered, and in control of their livesbecause of servicesfrom CWI. In
additiontotheseeements, thedirect-care staff’ s perception of the* likability” of thefamiliesmay have
subjectively influenced the selection process.

DATA COLLECTION

Paired teamsof interviewerscollected data. Inall but twointerviews, one member of the pair wasa
parent research assistant. Inthosetwo cases, a Spanish speaker was needed to conduct theinterviews,
and no Spanish-speaking parent research assistant wasavailable. Interviewsin each grant community were
completed over the course of oneweek in April through July 1999. A year later, theresearch team
conducted follow-up telephoneinterviewswith asmall sample of familiesto expand on the successful
thergpeuticrelationship.

Thegrant communitiesgaveinterviewersthe namesand contact informationfor al familiesand
assisted in scheduling, identifying thelocation of theinterviews, and providing theteamswith directions.
Prior totheteams arrival at thesite, those responsiblefor recruiting families obtained informed consent by
using formsprepared by FMHI and approved by the Institutional Review Board of the University of South
Florida. For Spanish-speaking families, al consent formsand other interview materid sweretrandated into

Spanish.

Familieschosethelocation for theinterview, with most selecting their own homes. All interviews
weretaperecorded withthefamilies' permissionto eliminatebiasintheanaysisandto providedetailed
documentation and areliable sourcefor quotesabout thefamilies' experience.
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DATA ANALYSIS

Theresearch questionsprovided thefoundation for summarizing and andyzing thedata. Thisstudy
collected dataintheform of written notes completed by the research teamsduring theinterviews, notes
resulting from additiona conversationsboth in thefield and by telephone, and audio recordingsof all
interviews. Theinitiad stepsindataanaysisoccurred whiletheteamsweretill inthefield. Each evening,
theteamsreviewed critical information from theinterviewsand other datagathered that day. Research
teamsrepresenting each grant community reviewed their notesfor clarity and completeness; reviewed the
guiding research questions; and recorded their immediateimpressions, ideas, and conclusions.

Whenthey returned from thefield, paired teamsused the research questionsto further analyzethe
databy identifying repeated themes and patterns and noting both cons stenciesand inconsi stencies across
families. Teamsreceived analysistemplates, or outlines, to help them focus on thethemesand patterns
emerging for each research question. Ultimately, thesetemplatesgavetheresearchersapractical
framework to summarizethe dataand increased the uniformity acrossteamsduring their anaysis. The
templatesa so enriched theinformation by alowing additiona themesthat did not specifically speak tothe
research questionsto emerge from each grant community. Wherepossible, dataanaysisexamined the
similaritiesand differencesinfamily and provider perspectives. Field teamsreferred to their notesand
audiotapesto extract quotesto reflect and support themesthey identified and to givevoiceto the

participants.

To enhancethereliability and validity of thedata, the research team relied on astrategy suggested
by scholarsinthefield of qualitativeresearch. ¥ A draft report was offered to the communities and
selected research staff for themtoidentify factua errors, unfounded or unreasonable generdi zations, and
hypotheses. We asked the grant communitiesto review and verify factual datafor their organization andto
review thedataas stakeholders. Thesereviewswere helpful in ensuring the accuracy of the Grant
Community Profiles(Appendix A) and the data coll ected through provider interviews. Althoughwedid not
allow grant communitiesto makedirect changesto theinterview-based data, thisreview alowed themto
question or clarify referencesto ensurethat the perspectivesemerging from provider interviewswere
represented accurately.

On completion of theanaysisfor each of thefiveindividual communities, theresearchteamused a
card-sort method tofinalizethe cross-siteanalysis. Each team completed note cardsto organize by
research question the major themes and patternsemerging from the data. Wethen placed thecardsona
storyboard, and the entire research team worked to cluster and devel op categoriesfor both similar and
dissmilaritems. Thisprocesshe ped usunderstand thefrequency with which common patternsin thedata
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emerged acrossgrant communities. After completing the cross-siteanalysis, we convened amesetingwith
theresearch team and invited consultants. Over the course of thisdiscussion, participantsreached
consensus about the most cons stently repeated themes and patterns across communities.

Themonograph focuses primarily onthethemesreflected by amgority of participantsacross
communities. For thepurposeof illustration, thediscussion periodically refersto specific examples, which
should not beinterpreted as uniquefeatures of these communities. Although someuniquefeaturesmay be
mentioned, they are not thefocus of thediscussion. Inaddition, although all grant communitiesadheretoa
wraparound philosophy of service provision, not all apply thisphilosophy smilarly. Specifically, somehave
implemented the model by using amoretraditiona wraparound team approach. Thismonograph makesno
effort to determinetheefficacy of one approach over another; rather, it explainswhat ismost promising
withinthe modelsasthey arebeing applied.
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CHAPTERIII: DESCRIPTION OF STUDY
PARTICIPANTS

PROFILE OF PARTICIPATING FAMILIES

For thisstudy, research teamsinterviewed 42 primary care givers (parents), 34 inface-to-face
interviewsand 8inafocusgroup. These parentsrepresented 41 children from thefivegrant communities.
Exhibit 3-1 detail sthe number of study participantsfrom each grant community. Eighty-six percent (86%, n
= 36) of the caregiverswerefemale, while only fourteen percent (14%, n = 6) weremale. Theaverageage
of caregiverswas40. With the exception of one* surrogate grandmother” in Detroit and anauntin
Greensboro, each caregiver interviewed wasthe child’ s biol ogica mother or father.

EXHIBIT 3-1
Study Participants: Primary Caregivers

(Total = 42)*
INumber of respondents

104

Bismarck* Fargo Detroit Greensboro Oak Park Santa
Barbara**

*A focus group was also conducted with eight additional respondents, including seven individual primary care
givers and one couple. **Includes four individual primary care givers and two couples.
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Thissampleapproximatesthe custody statusof children being served nationally acrossgrant
communities, where 76 percent of children areinthe custody of either their biological mother or father, both
biological parents, or onebiological parent and astepparent. Themain differenceisthat 8 percent of
children being served by the grant communitiesarein the custody of the state, 6 percent arein the custody
of agrandparent, and 4 percent are with adoptive parentsX

Theresearch teamsinterviewed parentsof childrenwho werereceiving or had received servicesfor
anemotiona or behavioral disorder in oneof the selected System of Carecommunities. A few primary
caregiversalsoidentified individualswho had been important supportstotheir child or family and gave
permission for themto participateinabrief interview about their relationship with thefamily. Most of these
supportswere program staff, with only afew being aninformal (or nonpaid) support.

EXHIBIT 3-2

Ethnic Representation of Primary Caregivers Interviewed by Site
(Total =34)

B Caucasian B Hispanic [JAfrican American  [JNative American

Nurmber of respondents
8-

Bismarck Fargo Detroit Greensboro Oak Park Santa Barbara
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Ethnic Representation

Asdepictedin Exhibit 3-2, themgority of the primary caregiversinterviewed were Caucasian,
(66%0), followed by Hispanic (14%), African American (12%), and Native American (7%). Thetablealso
reved sthe number of familiesof each ethnicity interviewed in each grant community. 1n SantaBarbara, two
familiesidentified Spanish astheir primary language: asaresult, thoseinterviewswere conducted in Spanish.
All other interviewswere conducted in English.

Exhibit 3-3 depictstheethnic distribution of the subject children represented in each grant
community. Althoughthemajority (18) were Caucasian, 12 children represented avariety of minority
populations, reflecting the diversity of familiesbeing served across System of Caregrant communities. This
breakdown & so reflects the geographiclocation and service areaof the grant communities studied.

Theethnic distribution of childreninthisstudy approximatesthe profileof children being servedin
sysemsof carenationdly XV This sampleismore heavily Caucasian (60% vs. 53%) and nearly equa in
representing Hispanic children (10%vs. 9%). Althoughit includesfewer African-American (17% vs. 23%)

EXHIBIT 3-3

Ethnic Representation of Subject Children by Site
(Total =30)
B Caucasian  BHispanic  [JAfrican American [Native American  [EBiracial ’l

Number of respondents
8-

Bismarck Detroit Oak Park
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and Native American (6% vs. 17%) children, an additional six percent of thechildrenincludedinthestudy
arebiracid. Unlikethenationa sample, whichincludesasmall percent of Asian children (<1%), thisstudy
included no Asian children.

Marital Status

Nearly half (47%) of the caregivers participatingininterviewswere married, while 53 percent were
Separated, divorced, or widowed or had never been married. Themarital statusof participantsvaried
acrossgrant communities. For example, noneof thesix caregiversinterviewed in Detroit wasmarried,
whereasall but one of thefamiliesin Fargo and Bismarck had married caregivers(Exhibit 3-4). Of the
eight Bismarck focusgroup participants, fivewere married, two weredivorced, and onewaswidowed.
Marital statusappearsto differentiatethissamplefrom thenationa profileof familiesbeing servedina
System of Care by having ahigher percentage of married couples. Although national demographic datado
not provideinformation on marital Status, the dataindicatethat only 33 percent of childrenwerelivingina
homewith two parentsor caregiversx”

EXHIBIT 3-4

Marital Status of Primary Caregivers by Grant Community

Status Bismarck Fargo Detroit Greensbhoro | Oak Park Santa Total
Barbara
Married 4 3 0 1 4 4* 16
Separated 0 0 1 0 0 0 1
Divorced 0 0 2 1 2 0 5
Widowed 0 0 2 1 0 0 3
Single 0 1 1 3 0 4 9
Total 4 4 6 6 6 8 34

*Two married couples

Employment

Nineteen (56%) of the 34 caregiverswere employed either part-timeor full-time. 1n Oak Park, all
caregiversinterviewed were empl oyed, whereas none of the caregiversin Greensboro wasemployed
(Exhibit 4-5). Although not represented in Exhibit 3-5, it isimportant to note that the Bismarck focusgroup
had four participantswho were employed full-time, threewho were unemployed, and onewho was
employed part-time. Datawere not availableto comparethissampleof primary caregiverswith those
receiving servicesfor their children nationaly insystemsof care.
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EXHIBIT 3-5

Primary Care Giver Employment Status
(Total = 30)
[Total Employed =19; Total Unemployed = 15]

EEmployed OUnemployed ‘

Number of respondents

8,

Bismarck Fargo Detroit Greensboro Oak Park Santa
Barbara

Age of Child

Corresponding with the nationa population of children being servedin systemsof care, theaverage
ageof thechildreninthisstudy was 12. Theyoungest childwas6 and theoldest was17V Asshownin
Exhibit 3-6, thechildren in Bismarck were on average younger than thosein the other communities.

EXHIBIT 3-6

Age of Child
Age Bismarck Fargo Detroit Greenshoro Oak Park | Santa Barbara
Average Age 10 13 13 12 11 14
Age Ranges 7-15 7-15 8-17 7-14 6-17 8-16

Children’s Special Education Status

Most of the childreninthe study werein special education. Twenty-five of the 34 children (74%)
whose caregivers participated in face-to-faceinterviewswerereceiving somekind of special education
sarvices. Thisinformationwasunavailablefor Bismarck focus-group participants. Asshownin Exhibit 3-7,
all but one of the children from SantaBarbaraand al of the childrenin Fargo werein special education.
Detroit appeared to bethe only grant community where most of the children werein regular classes.
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Althoughthemgjority of childrenin SantaBarbarawerein specia education, not al werereceiving
inclusion. Infact, severd children had reduced their reliance on specia education throughout the course of
their involvement with MISC, moving to moreregular classesand continuing only minimally with resource.

EXHIBIT 3-7

Special Education Status
(Total = 34)
[Total Enrolled = 24; Total Not Enrolled = 10]

B Enrolled O Not Enrolled

Number of respondents
8,

Oak Park

Santa
Barbara

Bismarck Fargo Detroit  Greensbhoro

Repeated Grades

Although only 8 of 34 children (lessthan 25%) had repeated agrade (Exhibit 3-8), the proportion
of thosewho had repeated agrade varied acrossgrant communities. One-half of the children from Detroit
and Greensboro had repeated grades. Datawere not availableto comparethe childrenin thisstudy with
thoserecealving servicesnationdly in systemsof care.

EXHIBIT 3-8
Number of Children Who Repeated Grades
Repeated Bismarck Fargo Detroit Greenshoro | Oak Park Santa Total
Barbara
Yes 0 1 3 3 0 1 8
No 4 3 3 3 6 7 26
Total 4 4 6 6 6 8 34
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Age When Problem Was Recognized

Theaverage age of the children whentheir emotiona and behavioral problemswerefirst recognized
wasnearly six (5.8 years). AsExhibit 3-9illustrates, the problemswererecognized asearly asthefirst year
for achild from Greensboro and aslate as 16 yearsfor onechildin SantaBarbara.

EXHIBIT 3-9
Age of Child When Problem Was Recognized
Age Bismarck | Fargo | Detroit | Greensboro | Oak Park Santa Barbara
Average Age 5 5 7 6 6 6
Age Range 2-9 2-7 2-13 1-9 2-12 2-16

Person Who First Recognized the Problem

Primary caregiversweretypicaly thefirst to recognizethat their child had aproblem. Exhibit 3-10
indicatesthat 23 (of 34) caregiversinitialy recognized their children’s problems. Inthese cases, either the
biologica mother or father wasthefirst person to recognizethe problem. Insix cases, school personnel
initidly identified aproblem; infive cases, it wasether aphys cian or an extended-family member.

EXHIBIT 3-10
Person Who First Recognized the Problem
Bismarck Fargo Detroit Greensboro | Oak Park Santa Total
Barbara

Mother/

Father 4 4 4 2 3 6 23
School 0 0 2 1 2 1 6
Physician/

Other 0 0 0 3 1 1 5
Total 4 4 6 6 6 8 34

Age of Child When Services Were Initially Recelved

Theaverageage at which childrenfirst received servicesfor their problemwasnearly eight (7.5
years). AsExhibit 3-11 illustrates, the average agein each community ranged from six in SantaBarbarato
ninein Detrait.
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EXHIBIT 3-11
Age When Child Began Receiving Services
Age Bismarck Fargo Detroit Greensboro Oak Park Santa Barbara
Average Age 7 8 9 7 8 6
Age Range 3-14 3-11 3-13 3-12 2-12 2-12

Child Diagnoses

All thechildreninthe study had someemotional, learning, behaviora, or developmenta disorder.
Exhibit 3-12 identifiesthe predominant diagnosesfor these children and their frequenciesacrossgrant
communities, including the Bismarck focusgroup. Someof the childreninthe study had multiplediagnoses
and morethan half werediagnosed with Attention Deficit Hyperactivity Disorder/Attention Deficit Disorder.
Onaverage, dightly morethan haf of these participantswerereceiving medication.

EXHIBIT 3-12
Child Diagnoses
Diagnoses Frequency
Attention Deficit Hyperactivity Disorder (ADHD)/Attention Deficit Disorder (ADD) 19

Learning Disability

Oppositional Defiance Disorder (ODD)

Other*

Depression

Obsessive Compulsive Disorder (OCD)

Hyperactivity

Emotional Handicap (EH)/Emotional Impairment (EI)I
Severe Emotional Disturbance (SED)/Anger Management
Autism

Being Tested 1

*Other includes self-mutilation, Pervasive Developmental Disorder (PDD), bi-polar disorder, femoral antiversion, Behavioral Disorder
(BD), Cerebral Palsy (CP), mood disorder, and Asperger’s syndrome.

RINNIN WO O (NN

PROFILE OF PARTICIPATING SERVICE PROVIDERS

Theresearchteam interviewed avariety of cliniciansand program staff to obtainthe provider’s
perspectivefor thestudy. Interviewswere conducted withindividua sproviding clinical or direct services,
such astherapists, case managers, care coordinators, clinical directors, and parent advocates. Inaddition,
thosewho could provide an administrative perspectivewereinterviewed, including directorsand program
managersof thegrant communities. Inal, 16 providerswereinterviewed.
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Most of these providershad beenworking asprofessiona sinthefield of children’smental hedlthin
some capacity for aminimum of 10years. They reported holding avariety of positionsthroughout their
yearsof service, including: socid worker, specia and regular educationteacher, on-line service provider,
clinica manager, administrator, pediatric faculty, program director, and therapist.

Thelength of timethat providershad spent workingin either their current positionsor withthe
program in some capacity depended somewhat on how long that particular program had existed and ranged
fromaminimum of oneyear to amaximum of 13years. They had alsobeenlivingin or near the
communitiesthey served for variouslengthsof time. A few had beenresidentsin the surrounding areafor
29years.
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CHAPTER IV: WHAT IS SUCCESS?”
MAKING THE TERM OPERATIONAL

FAMILY HOPES AND DREAMS

Onereasonthe black box of serviceprovisionisobscureisthat emotional problemshingeon
meanings, and meaningsvary from placeto place and from person to person. Therefore, identifying the
practicesthat promiseto makefamilies successful required an understanding of what familiesmeant when
they used theword “ success.” To guide us, we asked the familiesto describetheir hopesand dreamsfor
their children’sfutures. Threethemescons stently emerged that arerelated yet speak to different areasof a
child'slife

m Behaviord improvements

®m Improvementinschool

m Livingaproductive, “normd” life

Many parentssimply hoped that their childrenwould* get better,” referring primarily tothechild's
emotional, behaviora, or developmental problemsand needs. They desired improvementsinthechild's
ability to manage emotionsand expressanger constructively. Specificaly, parentswanted their childrento
belessangry, lessaggressive, and lessdestructive, toward themsel vesand others.

Improvementsin school performance, including study habits, better grades, and fewer behavioral
problems, were considered key predictorsof achild’sfuture. Parentsunderscored theimportance of
having their children complete high school and possibly attend trade school or enter themilitary. Fromtheir
perspective, such achievementscorrelated with futureemployability and financia independence.

Graduation from high school. Being able to relate [to] and understand the rules and
regulations, society-wise. (Parent)

Parentsal so hoped that their children would become productive, well-functioning, accepted
membersof society. Thehopethat childrenwould live*happy, norma” livesoftenincluded children being
“good citizens’; obtaining gainful employment; and cultivating healthy socia rel ationshipswith peers, other
family members, and society asawhole. Insomeingtances, “fittingin” meant looking likeother childrenin
thecommunity intermsof similar clothing. Inothers, it referred to the absence of behaviorsthat separated
the child from peersor community.

| am hopeful that my children will find their niches. | want themto use their strengths,

manage their own behaviors, contribute to society, and find a place where they can
shine. (Parent)
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| just want [child] to be happy...I| want my son to have what he needs and what he
deserves. (Parent)

| continue to keep the hope that he will live by himself by age 18 or 19. (Parent)

UNDERSTANDING SUCCESS

In sharing stories of successand describing the achievementsof successful families, parentsand
providers hel ped the research team understand what constitutes positive outcomes. Thegoalsor outcomes
that indicated successfor children generaly mirrored families' hopes: school success, such asimproved
gradesand behavior; better peer-to-peer and other relationshipsand interpersona skills; increased ability to
function independently; and the ability to manage emotions, especialy anger and violent behavior.

Successful children weredescribed asmaking more*thoughtful choices’; realizinganeedtotak to
someone; taking initiative; and redirecting anger into amore positive expresson, for example, by takingit
out on apunching bag.

He's[ child] been moreoptimisticin hislife, inwhat he'sdone. It'salso caused a positive
situation in me too. (Parent)

Individual Achievements vs. Comprehensive Change

Though parentstended to agree with clinicians about what constitutes success, they werelikely to
definetheir successand that of their children by focusing onindividual achievements. Clinicianshad amore
comprehens ve perspective, considering each family’scurrent Situation asawhole. Parentsand clinicians
articulated similar markersof success, such asimproved school performance and behavior and other
functiona improvements. Cliniciansalso spoke of indicatorsof systemic success, such asreductionsin
serviceutilization.

Achieving Goals and Meeting Basic Needs

Successwasgenerally thought to have occurred when achild or family achieved the goal sthey and
theclinician—or thewraparound team—had identified in thetreatment plan (Exhibit 4-1). However, not all
of thosegoaswerelikely tobe“clinical” inthetraditiona sense. Many familiesdefined successin termsof
meeting the basic needs of thechild and thefamily. “Basic needs’ included medical, financial, and other
requirementsfor adequate comfort and security intheir daily lives.

According to clinicians, meeting these needswas necessary beforefamilieswould have sufficient
surplus energy and resourcesto address emotional and behaviora needs. They percelved meeting a
family’sbasic needstobeacritica first stepintheability of family membersto addressthe child’semotional
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and behaviora problems, devel op useful coping strategiesand skills, and gainimportant ingghtsinto their
child’sbehavior and their own. For that reason, basic needsweretypically expressed inthegoasof the
treatment plan and represented markers of forward progress.

They asked us to come up with these [family goals]. This came out of us as a family,
pretty much. The kids came up with a couple of these. A couple of them might have
been that we had ideas of what we wanted to say and they hel ped uswith them. (Parent)

EXHIBIT 4-1

Sample of One Family’s Treatment Goals

Less fighting

More bonding and politeness to each other

More loving, closer

Skills needed to get into adult world

Tolerance for differences

Problem-solving abilities

Thinking things through

Having more respect for each other’s differences and opinions
Self-sufficient children with a strong [family] bond

Respectful children, appreciate each other for the good things

Some of the stuff | didn't even know | had a right to need. | just thought | was their
mother, so it was identifying what | didn’t even know | needed. (Parent)

Having a common under standing of what they [the family] see as success. Then that
really becomes the marker [for achievement]. (Clinician)

Success in School

A reduced need for specia education indicated school success, whichwas specificaly defined asa
child’'sahility to transition to mainstream classes or to demonstrate decreased need for other specia
education program offerings. Parentsalso referred to their own experiencesasindicatorsof thechild's
improvement. Lesstimeaway fromwork and fewer callsfrom the school weretangible examplesof how a
child'sability to functionin school improved thelife of hisor her parentsand thefamily asawhole. For
clinicians, achild'sability to stay in school and achieve better gradeswasalso apredictor of improvementin
other areasof life.

The programwould like to see stability in the family; more effective parenting; improved
school functioning. (Clinician)

My childisgoingto school. Shewasn't going to school last year and getting As. (Parent)

They don't feel torn between their kid and their job. Maybe the school is managing the
kid better...but the parent’slifeisless disrupted. (Clinician)
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Inter personal Relationships and Self-Esteem

Parentsand clinicians perceived achild sability to establish and maintain positiveinterpersona
relationshipswith adultsand authority figuresasanindicator of successand asevidenceof improved self-
esteem. Developing relationshipsand demonstrating an increased motivation to succeed in school, an
interest inextracurricular activities, and better communication skillsweredl indicative of improved self-
esteem. Inthefamily setting, advancesin self-esteem and communication trand ated into the child' s ability to
compromiseand solve problemswithout fighting with parentsor siblings.

We sort of learned how to negotiate and get along with each other on the wrap team. |
think we' re more well put together as a family. There’'s more cooperation, there’'s more
compromise. There's not as much fighting, although there can be days. | think the
problem solving hasincreased greatly. He [ son] came through as a good compromiser.
| think they’ ve [ children] both become more self-sufficient. (Parent)

It changed his personality where he's a little bit more outgoing, especially with adults.
He's a little bit more standoffish with kids, he has to work into it. (Parent)

Through GIFTTSwe areafamily again. They helped usto bond closer together. (Parent)

In the beginning, he[ child] wasn't able to open himself up and at the end he was ableto
communicate how he felt and where he thought he needed to be and he is getting more
self-motivated. (Parent)

These children werea so described asbeing ableto “fitin” and fedl likeother “normal” children.
Severd parentsindicated that their children were devel oping friendshipsfor thefirst timewith neighborhood
children and schoolmates, extending invitationsto play basketball or shop at themall. Parentssaw these
children participatefor thefirst timein extracurricular activitiesin their communitiesand enjoy themselves.
Parentsand cliniciansagreed that asan outgrowth of feeling accepted and encouraged, childrengaineda
senseof their own capabilitiesand strengths.

The parents see a future for the kid. The child’'s involvement [in activities] diminishes
the view that they are such a problem. The perception is that they are more “ normal.”
(Clinician)

Feeling accepted isa big thing for kids. Not feeling that the whole world isagainst you.
(Clinician)

I ndependence

Cliniciansrepeatedly mentioned theimportance of promoting family independence, especialy in
termsof thefamily’sability to negotiate varioussystemseffectively. Mirroring thevalueof independence,
familiesreported feeling more supported, empowered, and in control of their lives. Parentswho regarded
themsalvesas successful also spokeof changesintheir level of understanding the children and thefamily’s
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uniquedynamics. Whilethey were experiencing increased independence, familiesa so spokeof having
greater stability. Thesefamiliesweremore capable of establishinginformal supports, which reduced their
need for services.

It's a success when children are able to thrive at school and at home; when parents are
able to use resources and advocate for themselves. (Clinician)

What | would expect to accomplish is to truly find the proper match based on all the
things that are hard to do as a system; values of the family culture, proper treatment
match for that child’s disability, that whole combination of things that makes thiswork.
What | would expect isthat the match be there and the progress be made and eventually

the need for us be gone. (Clinician)

The family is less stressed and managing the kids' behavior. They're less isolated and
feel more supported, more capable. (Clinician)

Prevention or return from out of home placement or hospitalization. (Clinician)
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CHAPTER V: STRATEGIESTHAT
PROMISE SUCCESSFOR CHILDREN AND
FAMILIESIN A SYSTEM OF CARE

Becausethisstudy seeksto understand positiveinputsand outputs, the primary effort isto describe
what worksin the black box of a System of Careand how it works. What emerged from thisstudy isthat
the practicesmost frequently associated with indicators of successful outcomeswerein oneway or another
affected by qualitiesof the System of Care—and of the providers. For example, familiesfrequently
mentioned theattitudesand values of providers—in particular, caring, commitment, and dependability—
alongwith clinicd skill or atalent for innovation and change. For the purposesof thisdiscussion, these
practices have been grouped into three primary categoriesand their relevant subcategories:

m Engagement

Meeting basic needs
Parents as partners

m Delivery of Clinical Services
The successful therapeutic relationship
Individualized services
Access and perceived depth of caring

Collateral clinical services
Medication
Maintaining commitment tofamily goals

®m  Structural and Operational Characteristics
Hexiblefunding
Community-located services
Continuity of care

Advocacy

Coordination of care

Training and education

Natural and community supports

Although thisclassificationisauseful foundationfor discussion, itisclearly not theonly possibleway
toorganizethefindings. Infact, promising practices placedin one category could easily havebeen placedin
another category. For example, the therapeutic rel ationship was guided and supported by the structural and
operational valuesembraced by the system; meeting families’ basic needsearly inthe processof
engagement wasmade possiblein part by theavailability of flexiblefunding. Giventhecomplexity of
relationshi psamong elementsin the black box, redlity ismore complicated than thisrepresentation.
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ENGAGEMENT

To engagein something meansto beactively involved or committed; engagement refersto
persuading or encouraging someoneto participate or become committed. Inthisdiscussion, engagement
condtitutesthe process by which thefamily and program staff devel op and maintain ameaningful connection.
It also refersto the process of devel oping conduitsfor communicating needs; strategic and operational
information; and an array of attitudesand val ues, such as concern, compassion, respect, cregtivity,
dedication, ethics, and trust. Engagement establishesthe conditionsunder which al further interactionsand
transactionsoccur.

The parent advocate aspart of theintake/ assessment process|is] crucial to engagement.
It immediately establishes a connection. Engagement of the parent is key. (Clinician)

Accordingto providersinthisstudy, acentral goal of direct serviceswasto removethe stigmaof
pathology or abnormality from childrenwith specia needs, both with their peersand in thecommunity. To
meet thisgod, they madeevery effort to “ meet familieswherethey are’ by addressing each family’sunique
hierarchy of needs. Ingenerd, both familiesand providers perceived theavailability of and accesstoan
array of servicesto bemoreimportant than any singleoffering. However, they repeatedly mentioned certain
serviceelementsasbeing key tofamily success.

Even in the first meeting we could tell they were listening to what we had to say and |
felt that they wereinvolved, they were willing to put thetimeintoit. So, | think after the
first meeting, that initial negative feeling was starting to dissipate already. | would say
that the first few months we started to see changes. (Parent)

My relationship with the GIFTTS people has been very helpful. They were willing to
provide assistance with family needs. They care about you individually. They have a
goal to want you to get the things that you need to handle, handled. (Parent)

Providing servicesto correspond with need | think maximizesthe potential of the family
and brings the family the kinds of resources they need. (Clinician)

We have lots of servicesavailable. e havein-homeintensive. e have big brother, big
sister options all the way from volunteers to intensive higher trained folks that can do
outpatient in a more creative way. (Clinician)

Meeting Basic Needs

Although children werereferred to the System of Care because of behaviora issues, providers
recognized theimportance of engaging familiesby addressing basic human needsat the stage of initial
contact and assessment V! Parents and providers portrayed families as coming to services desperate for
help, having been unableto | ocate needed resources or having exhausted theresourcesavailable. It was
therefore essential for cliniciansand other care coordinatorsto listen closaly and attend to what families
considered to betheir most pressing needs. They also stressed theimportance of taking quick actionto
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addressthose needs, asaway to build trust and create abond. Familiesperceived theseearly effortsas
representing genuine caring and concern and acommitment to continuing support. Initial and continued
responsivenessand afocuson family strengthsal so rekindled hopethat helpwasavailable.

There were things | needed, to get everything going. They helped me get the services.
One time | was laid off from a broken foot and we needed food in the fridge. They
helped us find what we needed. They helped me understand how the kids did on tests
and helped with an application for SS disability benefits. (Parent)

They are going to be bringing me over afood referral because | got off my food stamps.
Friday they are going to hook me up with a ride to . Vincent’s to get some furniture.
So they arereally helping. (Parent)

This program has been a godsend for our family. 1 am more pleased with this program
than any programhe[ child] hasever beenin. You ask for it and they pretty much do the
best they can. (Parent)

Both familiesand providersdescribed the response of program staff to families pressingissuesasa
critical opportunity to build trust and motivate thefamily to commit to participatein services. Inthisway,
engagement constituted the beginning of the theragpeutic relationship, onethat alowed further intervention
and eventua family success.

Provide all the support up front. Make their life easier...then you can get to the other
issues. You can't get at those when there’s chaos. (Clinician)

Varying what you do with whatever that person needs. Really trusting that families
know what they need. Staying morein tunewith wherethey are, what works and doesn’t
and being ableto shift it. (Clinician)

Help was for the whole family. Food, making dentist appointments, transportation.
(Parent)

Parents as Partners

Both parentsand providers perceived establishing a*“ partnership” withfamiliesin serviceprovison
to beakey element of success. From thepoint of initial contact and assessment, providers sought to
empower familiesto takean activeroleintheir own care. In additionto astrength-based approachto
developing acomprehensive, family-focused treatment plan, providers emphasized outreach and attended to
vulnerabilities. For theseeffortsto succeed, cliniciansand other program staff had to know whento listen
and when to provideinformation and explanations.

They listened first of all. They are in the home, you know what | mean? You can call

them. You got an issue or depressed or stressed out about something, you can talk as

long as you want, even an hour or two. Here is my home phone number. Call me at
home. (Parent)
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A key point for me was | needed to feel like | was doing something. So, if they cut you
out of the picture, | was not comfortable. | need to stay activein like the therapies and
stuff. (Parent)

He'll [child] talk to them [program staff]. He'll give his opinion and he'll tell them
what he thinks they should do for him now at times. So, he's starting to accept themas
people that will listen and take into mind what he wants. (Parent)

Familiesstressed theimportance of beinginvolvedinthetreatment processand frequently described
aworking partnership with program staff. Supportive providerswere described aslistening to the concerns
and opinionsof parentsand children and involving them in decision making when considering specific
interventions. Throughwhat families described ashonest two-way communication, they devel oped adeep
level of trustintheir support network. They repeatedly expressed abiding confidenceintheproviders level
of caring for thewell-being of al membersof thefamily.

Everybody was honest. That was one thing we did too, is everybody had to be honest.
Even if it was something that’s not positive or you hate someone or whatever, we had to
be honest. Be honest whether it was good or bad. (Parent)

| just think because she [ facilitator] wasalwaysthere, | mean she’'salwayscalled...even
now she keepsin touch. We haven't been in thewrap programfor two yearsand we still
have contact about every three or four months. (Parent)

| think the other thing that has helped is I’ ve been involved on the committees and the
development of the partner ship project and that’s been empowering. So building those
relationships has hel ped. (Parent)

Servicesinvolving parentswere described as much morefar reaching than each intervening incident,
because of thelevel of parental involvement. Parentsreported gaining vauableskillsin constructive
problem solving. For example, family involvement in developing thegoad sand actionsintheir serviceplan
seemed to foster agreater commitment on the part of both familiesand professionalsto accomplishthe
agreed-ongods. Cliniciansbelieved that involved parentsdemonstrated agreater willingnessto examine
difficult family issuesand exploreunfamiliar options. Involved familiesweredescribed asbeingwillingtotry
different things, participatefully inthewraparound process, and ask for the help they need.

| thought they were going to get up in my business and try to tell me what to do, but they
helped me. (Parent)

We focused on where the families were with their child. We worked on earning their
trust. Once you have done that, you have the family involved in all aspects. When the
family is involved, you pull for each other’s strengths. Honesty plays a key role in
success. (Clinician)

Familieswho were comfortable communicating their ideasand expressing themsalveswerea so
perceived ashaving abetter chancefor success.
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When | got into the program, it seemed to open my heart a little more, rather than me
holding all my anger in. 1t's helped me to open up to people that | don’'t know. (Parent)

By working closaly with their case managersand care coordinators, parents|earned about their
children’sneeds. Simultaneoudy, they absorbed the* culture’ of the socia service system and the schooals,
discovered their rightswithin those systems, and learned how to function effectively. Many parents
perceived themsel ves as having become better advocatesfor their children and reported using their new
skillsmost frequently intheir interactionswith the schools.

They have assisted me with my child educational-wise and made me more aware of the
school system and the problems that an emotional child would have. (Parent)

It's hel ped me to open up to people that | don't really know.” (Parent)
“1 think when you have everybody at the table, | think there is a lot more ownership.
(Clinician)

Familiesin crisis are often involved with five different agencies and those five different
agencies are all kind of laying down the law about what the services are they have [to
offer] and they are often at cross purposes and none of themtake into consideration the
overall family picture or what the other agency’s impact on the family is. (Clinician)

DELIVERY OF CLINICAL SERVICES

Clinical servicestypicaly includethosethat requirelicensureor certification and that areaimed at
direct change of behavior, thoughts, emotions, or the convergence of thethreein relationships. Inasystem
of menta hedlth care, clinical servicestypically includemedica and mental health assessment and (if
indicated) trestment, psychopharmacol ogy, and someform of individua or family therapy.

Within and beyond these servicesexist arange of clinical activitiesreferredtointhisreport as
collatera clinical services, such ascrigsintervention and follow-up care, therapeutic foster care, drug and
alcohol rehabilitation, respite care, and day hospitals. Depending on the situation and setting, they may aso
include occupationa or physical therapy, diet and nutrition education, or other formsof intervention intended
to bring about direct change. These servicesrepresent those mandated for granteesin the Center for
Menta Health ServicesRequest for Application, specifically, home based intensive case management, crisis
management, respite care, and therapeutic foster care.

Nonclinica servicesmay beanything that hel psachild or afamily, from providing transportation to
hel ping maketheliving environment safer. Between thesetwo are servicesthat teach or train children and
familiesto make plans, resolve disputes, be effective parents, reduce stress, or enhance any of themyriad
aspectsof living that affect thequality of lifeof child, family, and community.
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It hasbecomeincreasingly clear inrecent decadesthat theinterpersona contextinwhich clinical
servicesare provided hasanimpact ontheir effectiveness. Mirroring those conclusions, thisstudy
confirmed that the* strength” of the rel ationship between provider and reci pient affectsthe outcome of
clinica interventions. Listening, attention, honesty, involvement, two-way communication, tangiblehelp,
availability, and authentic expressions of concern werekey e ementsof successful therapeutic relationships.
When these d ementswere present, children and parentsformed trusting, | asting rel ationshipswith their
dinidans.

They have to feel you really care about them. Attachment is not a one-way street; it's

mutual. They have to fedl that from you, really believe that you care about them and
want what's best for them. (Clinician)

You can never shame them. There always has to be a reason for their choices. You're
job isto understand it, not to judgeit. (Clinician)

One of the keys has been complete honesty [with families]. Once people realized that
we weren't saying there are no problems, we're all going to be happy and that strengths
were away to tie into strategies to address the problems, people kind of got, “ Okay, I'm
good.” That’s also helped with the relationship with families. (Clinician)

The Successful Therapeutic Relationship

Although parentsand cliniciansregarded therapeutic services asessentia to family success, they
found it difficult to articul ate or conceptualize when asked to shed light on the therapeutic process.
However, sincetherapy played such apivotal rolein family success, the research team madeevery effort to
understand what featuresor ingredients characterized these relationships. 1t wasclear that beginningwith
theinitial contact, thetrust devel oped between familiesand their therapist(s) set thetonefor their
involvement and commitment to services. Parentsand children asorelied ontheir thergpiststolisten, help
find solutionsfor problems, guidefamiliesthrough crises, and facilitate continued growth.

Her [counselor’s] approach isto do family counseling. She has been really helpful in
giving us the tools we need and the understanding we need to appropriately set limits
and boundaries, to love unconditionally. So that’s probably, | think, the biggest help.
(Parent)

It'sthe unspoken. It'show you listen, how in tune you are with them, how much attention
you pay, how willing you are to invest in the things they' re interested in. (Clinician)

Therapistsand counsel orswerefrequently described ashaving an approach that offered flexible
boundaries, positive expectations, and an emphasison collaboration. At the core of these serviceswasa
commitment to meeting the needsof theindividua, with thetherapist usng avariety of interventionsand
approachesdesigned to speak to the abilities, interests, and needs of each child and family. A commitment
onthepart of therapiststoflexibility intermsof their role and the appropriate setting for servicedelivery
characterized their interactionswith children and families.
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They were able to provide assistance with family meetings. They help you individually.
They have a goal to want you to be able to get happy. (Parent)

They praise me when they see me doing something and they like pick me up. (Parent)

With [son] it was the role playing that built trust. [Child] took charge of sessions and
told the therapist what he wanted to do. (Parent)

You might say [to the child], “ | think about you and take you with me. You needtolearn
to do that too.” Kids need to learn to take it [therapy] outside the office. (Clinician)

Althoughtitlesand responsibilitiesvaried dightly by grant community, individua sin therolesof
therapist, case manager, care coordinator, casealde, mentor, and parent advocate were among those most
frequently mentioned asproviding key support (Exhibit 5-1). However, parentsoften struggled toidentify
staff by titleor discipline, typicdly referring to them by their first namesand astheir “helpers.” A blurring of
the boundariesof “traditiona” family/clinicianrelationships characterized thesereationships. Families
described these supportiveindividua snot asbelonging to categories of professiona sbut asbeing most like
closefriendsand“family.”

EXHIBIT 5-1
Key Family Supports

Wraparound or service team

Therapist or counselor

Parent advocates (often called resource coordinator, family resource developer, care
coordinator)

Natural and community supports

| mean | adore her [ counselor]. On Christmasvacation, wherever she goes, shewill call
and | think that somebody that takes the time to call from out of town to see how he's
[son] doing, it means a whole lot. (Parent)

Hereit'salmost like family. They [ members of the team)] talk to each other all thetime.
(Parent)

Parentsand providersdescribed relationshipsin which aconventional top-down approach was
abandoned for apartnership developed to implement change. Parentsand children considered themselves
full partnersinthisprocess, working cooperatively with cliniciansand program staff toidentify needs,
articulategoals, and sharein thetasksrequired to achievethosegoals. Atthesametime, cliniciansrelieved
parents of some of the stressand burden of addressing the problem alone and served asaresourcefor
information, skill building, and persond insights. Hereagain, both parentsand providers perceived thelevel
of family involvement to be predictive of thelikelihood that thefamily would experience successful
outcomes.

Volumell: Learning from Families: 61
I dentifying Service Strategiesfor Success



Promising Practicesin Children’s Mental Health
Systems of Care - 2001 Series

| believe we have the answersto a lot of our issues... e have answer s within our selves
and I’'m just kind of a facilitator. 1’'m someone to help sort out...I’m not the answer
man. People come in and they have their hand out, like | have the answer. 1'm like,
“No, you have the answer. And if | can help you understand that you have the answer,
then you can take ownership” ...and then change canlast as opposed to being a temporary
change. (Clinician)

Individualized Services

Clinicianswho were deemed successful focused onwhat thefamily identified asitsneeds, rather
than on afixed repertory of available services. Parents, inturn, characterized thetherapeutic relationship as
involving mutual respect, afocuson the strengthsof child and family, and theclinician’sahility to clarify and
prioritizegoals.

She [wrap team facilitator] would do everything. | wouldn’t have to do anything, but

show up [for the wrap meeting]. She would bring desserts. She would do everything.

She took all the notes and gave me copies. It was just really nice to sit back and have
people help. It was just wonderful. (Parent)

Being ableto go with the flow with whatever the pressing need wasat thetime. Everybody
startsto feel like you’ re on their side and they can get their needs met. (Clinician)

When | work with this child and this family, nothing iswasted. And if I’mdoing what |
need to be doing, nothing islacking. (Clinician)

Severd parentswhoinitialy feared becominginvolved reported that their fearswere quickly
alleviated and replaced with asense of relief that someonewaslistening and offering help. Accordingto
familieswho had experiencein other kinds of service systems, theindividualized approach set these System
of Carecommunitiesapart from other programs. They described atmospheres of respect and
understanding and asensethat what these programs offered wasentirdly different fromwhat they had
encountered when seeking helpinthepast.

She | care coordinator] started by asking uswhat we needed to help us. We didn't know,
but we had run out of steam. (Parent)

| did not expect too much. | thought it was something set up by the court and that they
were going to monitor things. | didn’t realize that they were going to have such family
involvement. And actually the more people you get to know here, it is like building the
community to look after the kids again. (Parent)

Bonding appeared to grow with repeated interactionsin avariety of circumstances, ascliniciansand
other supportsaddressed thefamily’s needs during crises and ass sted themwith both practical and highly
persona or emotional issues.

She [wrap team facilitator] was fantastic! She would have stuck her neck out for
whatever we needed. (Parent)
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Thekid did not really have any friends, so | served as a sounding board. Someone who
unconditionally accepted him...for who he was...new kid on the block, having to make
friends, under standing the difficulties with that. (Clinician)

If they’ re bonded, they really like to seetheir therapist. He[child] doesn’'t want to take
abreak fromhistherapist. Whenever [therapist] issickand calls, it really upsets[child].
(Parent)

They [program staff] are there to support you, respect you, know that you know your
child the best, and you don't give up. (Parent)

Access and Perceived Depth of Caring

Themost promising ingredientsof family/provider rel ationshi pswerethose most difficult to quantify.
They included nearly unlimited access of parentsand childrento their providers, the perception on the part
of parentsthat providerscared deeply for both child and family, and evidencethat providerswerehighly
responsive, demonstrated by pers stenceand crestivity inmeeting thefamily’sneeds. Thestaff’savailability
and prompt response to needs, combined with astrategy of positivereinforcement, werefrequently
identified asanindication of their depth of caring and akey tofamily success.

If it'sa coordinator in the family or ateacher or whoever, | think the relationship which
brings trust keeps the family coming to the table. (Clinician)

| think it's been extremely important too for the provider to become aware of how
important family perspective is and getting feedback from the entire family and the
providers using that information to look at how well they are providing services to
families. (Clinician)

When he [ son] realized that what he said meant something, that’s when he got engaged,
he wanted to be involved. (Parent)

Accessto clinical and support staff had amajor impact on the perception that the support was
helpful and focused on family success. Parentsrepeatedly praised cliniciansand support staff for
responding readily, whatever the need wasand whenever the need arose. They estimated thetypical
responsetimeto telephone calsto be approximately 30 minutes. Inaddition, support staff routinely called
ontheweekendsand holidaysjust to check in. In some cases, parentswere given pager numbersfor crisis
situations. One mother reported that after calling 911 when her daughter attempted suicide, she paged her
parent advocate, who cameto her home, transported her to the hospital, and remained with her through the
night until thedaughter had stabilized.

Every time | need something or needed to go somewhere, she [provider] had the time.
She would take me. (Parent)

| can call her whenever | need her [ Care Coordinator]. Sheisresourceful and supportive.
Sheisthe communicator between us and the school. (Parent)
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If he [son] has a crisis and he pages somebody here [ at the center], they answer him.
(Parent)

We have a contract agency in the county that does intensive family preservation. That
has made a huge difference. With that kind of 24-hour, seven-day-a-week coverage, you
can really keep families together in the homes. (Clinician)

It's just been very helpful to have somebody there that you can just pick up the phone
and if they are in their office or leave a message and they will call you right back. You
can try to explain the problem you’ re having and they will go through it with you and
say, go do this, or I'll come over and I'll help you. (Parent)

Assuggested intheliterature, familiesequated depth of caring with genuine concern and support,
mutual trust, and responsiveness Vil |n addition, clinicians and other support staff were often credited with
having theindividual quditiesnecessary to develop meaningful and productivereationshipswithfamilies.
They weredescribed as“ uniqueindividuals’ and* specid people,” who were both respectful of and
attentiveto theentirefamily anditssituation.

Real people. Real peopletowork with. Their concern and their availability. (Parent)

Probably the biggest thing for mewasthat the peoplein therelationship werevery. . .even
keel. | grew up in a very up and down household and I’ m not that bad, but | tend to up
and down alittle and for meto see kind of a stable, easy going, even keel kind of person
that doesn’'t have these crazy mood swings...that was sort of a calming factor to me.
(Parent)

To be an effective Resource Coordinator/advocate, you have to have a certain kind of
personality to be able to partner with families and really hold true to the wraparound
philosophy...strengthening parents and allowing parents to be heard and...to drive the
system. (Parent)

The people | deal with, they are loving people. They are caring people. (Parent)

She [ counselor] isthe person who has been therefor us and that makes such a difference
in a counselor, not only to have the academic knowledge, but to have those experiences,
where she can totally relate. She has been unconditionally there for us. (Parent)

Collateral Clinical Services

Inadditiontoindividua and family therapy, programsused collateral clinica services, dependingon
eachfamily’sindividual need. Withthewidearray of servicesavailable, werecognized that further study
would berequired to be morefully illuminatethe contents of the black box with regard to the specific clinica
servicesthat seemmost likely to promote success. Asweindicated earlier, however, theingredientswould
likely includecrisisintervention/emergent services, thergpeutic foster care, intensive case management, drug
and acohol services, respite care, and day hospitals. No clear trendsemerged in terms of which services
weremost effectivein promoting family success. Rather, successful cliniciansand trestment teamsused
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these servicesaspart of anindividualized approach, addressing both theimmediate and |ong-term needs of
eachfamily. Inaddition, familiesweremuch lesslikely to emphasize these services, despitetheir importance
tothefamilies’ successes.

Moreintensively in the past five year swe expanded our continuum of servicesfor children
to include not only outpatient therapy and screening for psychiatric hospitalization, but
a fuller continuum. This includes an early intervention and prevention program,
evaluation and outpatient treatment, home-based clinical work, intensive assertive
community treatment programs, respite, crisisresidential and hospitalization, and family
counseling. (Parent)

We have a child stabilization unit, whichisreally a child and family stabilization unit, so
that when familiesarein crisis, whether it'sa placement crisisor a psychiatric crisisor
substancecrisis, we can bring the family into our unit and do some very intensive family
work with the whole team. We can bring the community in. We can do brief network
intervention and wor k on planning for the next crisisand how the community can respond.
(Clinician)

| tell them [crisis counselors] | am about ready to throw something at somebody and
they say, “ Don't do that. Let'stalk about it.” They calm me down and they get on the
linewith the kids even and say would you please go to your roomor something like that.
The kids are now starting to talk more about their problems. (Parent)

He [child] receives home-based therapy. He has his GED classes. He meets with a
person from BABCO, which is drug prevention. He currently has a mentor. (Parent)

We have mentor s, intensive home therapy. We have safe beds, which arelike crisisbeds,
a place where kids can go for up to 96 hours. (Clinician)

Respite has helped just to give you a break and kind of step back from it and not be so
involved in the therapies. It's nice to see some of their [respite staff] reactions with
[child]. That has been positive. They kept facing the fun side of [child], sowein turn
can kind of relax and see the fun side. (Parent)

M edication

Inmany cases, appropriately prescribed and managed psychotropic medication proved essentid in
moderating problematic emotionsand behaviors, thereby giving therapy and other interventionsachanceto
work. For parentswhose children had proved difficult to diagnose and treat pharmacol ogically, assistance
and support throughout this processwere particularly meaningful. They reported feding somewhat helpless
when faced with medi cation management, and they needed information and assi stanceto deal with
undesirable side effectsand to communicatewith psychiatristsand other physicians.
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Inmany of the case histories, theappropriate use of medicationin combination with therapy
appeared to render children’ sbehavior more manageable, both inthehomeandinschool. Inparticular,
children who had been diagnosed with attention deficit hyperactivity disorder (ADHD) weredescribed as
showing improvement intheir ability tolisten and focus. Whichincreased their capacity for emotional and
relationd devel opment.

It [medication] is often an important tool in getting kids and families to where they
want to be. (Clinician)

With the Welbutrin, he [child] isdoing a lot better. (Parent)

Roughly 35% of the children are on medication, so medication education [was a key
intervention]. (Clinician)

It's a useful tool overall, but it's not for every kid. ADHD kids benefit from meds. It
modifies the behavior, so you can reach them. (Clinician)

It keeps him settled down for the time in school. He comes down off the meds in the
evening and becomes aggressive. (Parent)

For major depression and psychotic disorders, as well asthe attention deficit disorder,
medication is very important, coupled with appropriate therapy. (Clinician)

Maintaining a Commitment to Family Goals

Child and family improvement and an ongoing need for hel p and support weremost frequently
mentioned by parentsasreasonsfor continuing with services. Themotivation to continueworkingon
identified god swasattributed tofamilies having their needsmet and perceiving that the children were
happier and healthier. Strong bondswith cliniciansand program staff and ahigh level of trust al so appeared
totrandateto adeep sense of satisfaction for both parentsand children.

Just the determination to want to make things better. | didn’t feel comfortable with the
way things had been going and the rel ationship between meand thekids. | wanted them
to have a little easier transition from childhood to adulthood. (Parent)

He[child] has changed to much...he's not as emotionally disturbed. Heisa happy boy
now. (Parent)

They were empathetic about things that would happen in thefamily. | felt like the whole
team was involved in making sure my family was...you know, madeit...like we were an
improved product. | just felt like they were personally invested. Eventhough they aren’t
part of our family, they had just as much desire to see us become a better and healthier
family. (Parent)

Successful familieswere motivated to continuein servicesafter reporting reductionsin stress,
renewed hopefor their child’ sfuture, an overal improvement in family rel ationships, and asense of
empowerment. Of great importanceto parentswastheir increased understanding of the“normal”
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developmental processand their child’semotiona and behavioral problems. Thisknowledge better
equipped themto deal with crisesand to meet their child’sneeds. Parentsreported that developing skillsin
parenting gave them thetool sto managetheir child’sbehavior and to resolve conflicts. Clearest of dl
measures of successwasthe ability to prevent out-of-home placement and avoid moreredtrictive level sof
care.

Prevent the child from needing more restrictive level s of care or other dramatic change,
such as a new school placement. (Clinician)

Wewerelearning the signs of what kind of day he was going to have, depending on what
kind of morning he had. (Parent)

They kind of helped me understand [son’s] problem. He's hyperactive. (Parent)

Theone[child] that’s diagnosed bipolar, he was on hisway to a group home and having
that support system, it's made it possible to keep him at home...so far. (Parent)

This[program] iswhat keeps children in our home and not in a group home situation.
(Parent)

Parentsand clini cians described children asbenefiting from continued involvement in services, a
conclusion based primarily on positive changesin behavior. They depicted childrenasmaking gainsin
impulse control, anger management, and the ability to recognize the onset of symptoms, al of which
improved their ability to copewiththeir emotions. Children becamelessdestructiveinthehomeandless
likely to act out in schoal.

They [siblings] haven't tried to kill each other in six months. They’'re learning anger
management through their counselor. Now they go to their roomor go out for a walk to
calm down. (Parent)

My son now sleeps through the night. He used to have to have someone walk down the
hall at night to do to the bathroom. The counselor asked himabout hisfears. It wasone
of his goalsto complete. (Parent)

She[child] wasabletoidentify thefirst cluesof cycling up [toward mania] ; the moment
at which she needs medical evaluation, to check herself into the day hospital, take
medication, etc. She recognized the differences between her behavior, which was taken
to the extreme and other children’ssimilar behavior. (Clinician)

[Child] is dramatically improved. He gets along better, even with kids with similar
problems. He seesin themwhat’s going on with him (Parent)

STRUCTURAL AND OPERATIONAL CHARACTERISTICS

Both directly and indirectly, parentsand providers pointed to the delivery systemfor servicesas
affectingthequality of the servicesreceived. Thesereferences spoketo the organizationa and operational
structures of the system, the approachesthey offered, and the values and principlesthat guided service
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provision. Together, they constituted the context within which successful serviceprovisiontook place. This
context dictated thewhen, thewhere, and the how of service provision, with an emphasison thefollowing
priorities

Hexiblefunding

Community-located services

Continuity of care

Advocacy

Coordination of care

Trainingand education

Natural and community supports
Flexible Funding

Theavailahility of flexiblefunding alowed providersto beinnovativeintherr effortstointegrate
children and their familiesinto the community and to consider nontraditiona interventions(Exhibit 5-2).
Fundswere used to purchase sports equipment and bus passes, pay camp fees, and pay for dternative
activitiesfor children. Flexiblefunding aso helped meet the physical, emotiond, intellectual, and socia
needsof families, paying for nutritional counsaling and behaviora reward programs, for example. Insome
cases, thefundshel ped relievefamiliesof thefinancia burden or theemotional stressthat comeswith being
thesole provider for their children. When needed, programs assisted parentsin providing clothing; securing
low-cost childcarefor preschool children; and purchasing school supplies, books, and other necessities.

EXHIBIT 5-2
Use of Flexible Funding in North Dakota

Flexible funding paid for gasoline so that a father could drive out of state to see hiswife and son, who had to
leave home temporarily to receive medical services for the son.

A family with two children with special needs was provided transportation to an alternative school
where the children were assisted both academically and behaviorally.

They helped us one year with getting books for the kids' school through the flex funds
that they had. And some clothes a couple of times. They would give us school supplies
that people had donated. They'd put our name on the Santa thing that they do at
Christmas. (Parent)

The other thing that has been really hel pful for himisthat they got hima membership at
the Boys and Girls Club so that he can be with some kids his own age that have positive
attitudes, rather than let’'s hang out on the streets. (Parent)
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We don't have a formal transportation system, but we do have some money set aside
that we can assist families with transportation. (Clinician)

She [nutritionist] comes over every two weeks and sets goals. You can have so many
starches, etc. We try to go by that and so when | am making dinner | am looking at a
balanced meal. (Clinician)

Anexampleof theingenuity alowed by flexiblefunding comesfrom North Dakota, whereone
family had difficulty motivating their child to attend school. Every morning, thefamily engagedinalongand
frustrating battlewith the child, who refused to get dressed or compl ete any other preparationsfor attending
school. After struggling for hours, thefamily was sometimesforced to take the child to school in pgjamas.
For the parents, thissevere burdeninterfered with their work commitmentsand strained their emotional
well-being. Inresponse, the center assigned acaseaideto take over thetask of getting the child to school
every morning. The parentswerethereby relieved of the burden and could concentrate on their other
responghilities.

| can call [care coordinator] whenever | need her. Sheis resourceful and supportive.

Sheisthe communicator between us and the school. (Parent)

Community-L ocated Services

To parentsand providers, successful programswere committed to engaging with familiesin contexts
thefamilies saw asmeaningful and relevant. They offered avariety of home-based interventions, including
therapy, case management, crisisintervention, respite care, tutoring, and mentoring. Providersdescribed
home-based treatment asthe norm, with traditional office-based servicesbecoming increasingly less
common. Parentsspoke positively of thiseffort, indicating their ease of accessto therapists, the settingsin
which therapy was conducted, and the frequent presence of program staff in many aspectsof their daily
lives

The fact that they [therapist] take him away from the house and he's not in an office
where he hasto sit still isvery helpful for [child]. (Parent)

Continuity of Care

Although some grant communitiesprovided a“ single point of contact” (i.e., asingle provider with
primary responsbility for thefamily) throughout the course of services, al communitiesintroduced familiesto
aprimary contact during the process of engagement. Where possible, thiscontact remained part of the
family’sserviceteam. Programsusing awraparound or service-team approach established afamily’strust
with oneor two individua sand then introduced thefamily to the other membersof theteam. Regardlessof
the specific process, the critical natureof theinitial contact wasclear. 1t appeared to correspond with the
family’ sfutureinvolvement in servicesand theleve of trust they would devel op with cliniciansand other
program staff. Asaresult, it had great bearing on the degreeto which therapeutic rel ationshipswould be
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successful. Whenever possible, programsinvolved aparent advocatein early meetings,; thisinvolvement
was based on the perception that shared experience hasapositiveimpact on establishing atrusting
relationship.

Care coordinators establish that trust, because they are the single point of contact and
help the family navigate through all the services, regardless of the agency. (Clinician)

We have a wonderful psychologist right now and heisreally doing a lot of work with us
afamily unit. He seesthe children one-on-one every other week and my husband and |
goinandtell himwhat our concernsare and about these problemsthat are continuously
arising. (Parent)

Continuity of care seemed to correspond with theleve of family involvement in servicesand the
formation of supportiverelationships. Familiesvalued therelationshipsthey created with providers. The
longer therelationship lasted, the more mutual trust appeared to have developed. When staff did leave,
familiesexperienced some sense of starting over with thereplacements, yet few familiessaid that they felt
that thefull momentum of their forward movement had beenlost. Generally speaking, new relationships

were successfully formed in the same context asthe original bonds, and parents seemed willing to accept
new staff because of their overal positive experienceswith thesystem.

Contact over-time helps build rapport. Care coordinators are not licensed and their
training varies by contract agency, but they provide consistent contact and availability.
(Clinician)

Having that care coordinator in place was very supportive and being able to have
somebody come in and get him a few times a week with those school issues, so | didn’t
have to deal with it on top of the mental health issues. (Parent)

Having that extra person [care coordinator] support you, respect you, knowing that
you know your child best...you don’t give up. (Parent)

Advocacy

Crucia tofamily successwasthe presence of program staff in the schoolsand other community
settingsand servicesystems. Inthese settings, staff served asadvocatesfor parentsand their children.
Advocacy wasespecidly important for familiesin North Dakota, who percelved that the community
stigmatized them because of the presence of mental illnessor achild with problems. Torelievethe sense of
alienation experienced by thesefamilies, the Partnership located Care Coordinatorsin the schoolsto serve
asmentorstothechildren and liaisonswiththe school staff. Similarly, in other grant communities, parent
advocacy wasbelieved to be hel pful in bridging gaps and cementing family tiesto the community.

Parents spoke of forming bondswith parent advocates (e.g., Resource Coordinator, Family
Resource Devel oper, Care Coordinator), because these providers shared the experience of being the parent
of achildwith specia needs. Many parentssaid that these staff members offered agreater depth of
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understanding. Parent advocates offered nonjudgmental emotiona support during crises, helped with
problem solving, assisted familiesin understanding and navigating the service system, and served as
advocatesin other service agencies. Staff membersin thisrolewere described asfostering productive,
long-lasting relationshi pswith thefamiliesthey served. Cons stent with thefindingsof other studies, thehigh
quality of the communications between familiesand parent advocates was often at the core of what made
thesere aionshipsinfluential X!

The [Parent Advocate] has helped me with a lot of the problems that have come up
‘cause | can call her at anytime. Sometimes, as you know, just having someone to talk
to just helps to talk through some of the problems. (Parent)

One of the families you'll meet today [to interview] has a child with autism. And the
Family Resource Developer on that team also has a child with autism. And that was
just the perfect match...where that made all the difference for that parent. (Clinician)

She [ Resource Coordinator] went through the same thing it seemslike that | have been
going through. She knows how to calm me down. She won't let me go until she knows
Il amcalm. If | say*“ Yes,” shesays* | know there's something still bugging you. What is
wrong?”’ Every oncein a while we go out for lunch, just to get away from everybody.
We sit there and talk about what we are going to do at the next wrap meeting. (Parent)

Coordination of Care

Familiesregarded case management and coordination of care asbeing themost meaningful and
helpful direct services. Through these efforts, programsadvocated for children and familiesintheschools,
inthe communities, and with other service agencies (Exhibit 5-3). Coordinated care also ensured that
familieshad asingle point of contact across servicesand systems, which promoted continuity of care. This
wasespecidly truein SantaBarbara, where providersportrayed the rel ationshi p between thefamily and the
care coordinator asacritical connection with the agency, onethat increased thelikelihood of thefamily’s
continuedinvolvement in services.

EXHIBIT 5-3

Example of Coordinated Care

One mother in reported receiving the following help from the GIFTTS program:
Transportation and attendance at IEP meetings

Employment assistance for her husband

Enrolliment of her son in driver education class

Advocacy for her son with the football coach

Financial assistance and Christmas gifts
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The facilitator kept talking to me, trying to tell me how it would work. The bottom line
of why we decided to go for it is because she was going to be the liaison person with the
schools and we thought, well it would help to have that person. We could bring anyone
we wanted to [to team meetings], anyone we felt comfortable with and wanted there.
We never felt the need to have anyone else there. (Parent)

Coordinated care extended beyond agencies devoted to providing menta health services. Other
agenciesincluded the schools, thejuvenilejustice system, and providersof agreat variety of other services.
Theseeffortswere credited with reducing out-of -home placements, improving overal family stability, and
creating more effective support networksthan one or two mental health service providerscould offer done.

TheMISC programin SantaBarbarafacilitated collaboration by co-locating with referral sources
and providersfrom other systems (Exhibit 5-4). Having multiple systemsand providersinonebuilding
improved communication and cooperation among organi zations, to the benefit of thefamiliesthey served.

EXHIBIT 5-4

MISC Co-Located Service Systems and Agencies:
Child Protective Services

Probation

Mental Health

Public Health

Drug and Alcohol Treatment

Child Abuse Prevention

Training and Education

Providersregarded parent training and education as promising toolsin creating astable home
environment. Throughtraining and skill building, parentsgai ned an understanding of their children’s
emotional and behaviora problemsand learned effective parenting techniques. Thisbelief was supported
by parents, who reported feeling empowered to be better advocatesfor their children and more capabl e of
meeting their children’sneedsoverdl. Tothefamilies, involvement intreatment planning and progress
reviewsrepresented aparticularly important opportunity for gaining new skillsin setting godsand tracking
achievements. Parentsindicated that they carried these processesand skillsbeyond the service system,
usingthemindaily lifetoidentify, work toward, and achieve goalsonthejob and in interpersonal
relaionships.

By talking to people, if I don’'t under stand something, they [ program staff] can help me
under stand what it means and what | should do about it. (Parent)

We do training and education for families and team members. We have provided some
of the training through the partnership project, but we have also made funds available
for familiesand other team membersto attend training that isreal specific to individual
kids. (Clinician)
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[ Program staff] turned me on to these meetings about schizophrenia. It's helping me
keep him on track and encourage him and under stand more about hisillness. (Parent)

| was learning how to discipline more consistently. The wrap team kind of encouraged
me, you know, “ Stick to what you're saying.” 0, they kind of encouraged me to stick
up to the kids a little more. They [wraparound team] gave me permission to go back
and say [to children], “ Hey, | made a mistake [with discipline]” and helped me with
that. (Parent)

Whenwe gointhere, he[ counselor] helpsus problem solveto find positive waysto help
the children, when they’ re acting out violently. Heteaches usways that we can redirect
that behavior and let themknow that it’s not an acceptableway to react to their problems.
He'sgivenusall sortsof littleideas, positive reinforcers, working on goals, and stuff like
this. (Parent)

Natural and Community Supports

Providersplaced aspecial emphasison devel oping natural and community supports, with families
reaping the benefit of involving extended family in the service processand establishing supportsintheir
communities. Familiesindicated that they were encouraged to becomeinvolvedinthe community, especially
intermsof encouraging their childrento participatein extracurricular activities. They saw theseactivitiesas
beinginstrumenta inhelping“normaize’ childrenandimprovethelr salf-esteem. Specific activitiesincluded
summer camp, basketball, abicycle project (i.e., putting bikestogether and going on bikingtrips), anda
junior lifeguard program.

Having the opportunity to be involved with the federation for families [helped with

success]. Fiveyearsago, | went to thefirst convention. That changed my life. At that

point | had given up. | really felt that | was the only one going through this. So, going

through that and being able to hear other peoples’ stories and the empowerment. That

really gave me hope. It gave me the knowledge to know what to ask for and how to ask
for it. (Parent)

Beyond the service system, afew familieshad important natural and community supports, including
extended family and church youth workers. Onemother of achild with autism reported that several
membersof her extended family participated on thewraparound team and worked tirelessly for the good of
her son and thefamily asawhole. Another mentioned an uncleasacritical support. Probation officersand
specia education teachersrepresented an extended support system in some cases, and church pastorsand
teachers spent timelistening to parentsand offered genuine caring totheentirefamily.

They know how to intertwine with other family members, knowing that | am not the

only person that ishaving problems. Just being introduced to other family membersand
having the support groups. (Parent)
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CHAPTER VI: CONCLUSIONS

Thisstudy, which focused on successful outcomes, afforded familiesan opportunity to maketheir
voicesheard. Giventhat opportunity, familiesshared their hopesand goalsand identified what it was about
the servicesthey had received that helped them reach their goalsand fulfill their hopes. Their accounts
illustrate the presence of an array of promising practices, described in the previous chapter. These services
had been provided in the context of systemsof carefor children suffering emotional disturbances. Thus,
information about what worked for them al so brought to light what makes systems of care successful—
illuminating what hasuntil now been something of a“ black box.”

The promising practicesinsidetheblack box of the systemsof carewereless notable astechniques
than asoccasionsfor the affirmation of certain valuesand attitudes. Thesevauesand attitudesallowed
providersto engage with familiesrespectfully and honestly, recognizing that the success of their interventions
hinged oninformation only thefamiliesthemsel vescould provide. Successful providersaddressed the
family’ s perception of needsand of what constituted successin meeting those needs. Partnership withthe
familiesentailed their empowerment, but it ultimately empowered the providersaswell.

Thefamilies definition of successcontained thefollowing e ements.
m Basicneedsand other goalswere met.

m  Thechildexperiencedindividua achievements.

m Indicatorsof school successwere present.
|

The child’sself-esteem and interpersona rel ationshipswith adults, particularly authority figures,
improved.

m  Thechildbegantofitinwith other children
m  Thefamily gained theability to solve problemsindependently.

Familiescontinued to vaueclinica services, which remained essentid to accomplishing family and
program goas. However, these serviceswere said to have the most promise of successwhen boundaries
and status and rol e differences between clinician and client/patient wererelaxed. Providing clinical services
innontraditiona settings, such asthefamily’shome, wasfavorably regarded, aswasthewillingnessof the
clinicianto expand hisor her intereststo include actionstraditionally reserved for case managersand
advocates.
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If attitudesand val ues seemed to drivethe promising practices, certain structura characteristicsof
the systemsof caremadethem possible. Theseincluded theavailability of flexiblefunding, anoncategorical
approachto service provision, opennesstointerdisciplinary services, and afocuson aiding thewholefamily
to become agrowth-enhancing environment for thechild.

Providersemphasized theimportance of delivering servicesthat
m  addressed the needsof theentirefamily;
m  wereofferedinresponsetotheindividua needsof each child and family;

m relied ontheresourcesof thecommunity and promoted the devel opment of natural supports;
and

m involved familiesasfull partnersinthe service ddivery process.

Thesefactors, of course, arefundamental precepts of systemsof care. Providersand parents spoke
directly or indirectly to three of the principlesof systemsof care: servicesmust bechild- and family-
centered, individualized, and community-based.

ENGAGEMENT

The strategiesthe grant communitiesused during engagement proved successful inmaintaining active
contact with thefamilies, especialy when compared with programsthat have struggled to retain children and
familiesintreatment and report ahighrate of attrition. Thefocuson practical needs, such assecuring safe
housing, clothing, and school books, wasbased on the recognition that when familiesare concerned about
practical issues, their ability to deal withtheir children’sdisabilitiesisoften diminished. Familiesreported
that when they received assi stance with theissuesthat were causing themimmediate stress, frustration, or
fear, their sense of confidenceinthe provider grew quickly. Early inthe engagement process, providers
typically madeeffortstoinvolvefamiliesasfull partnersand to help them understand the* culture” of the
agency andthelarger system. Parentssaw theseinitia interactionsas setting thetonefor the quality of the
relationships between familiesand providersthat would form over the course of services.

The close bondsformed between providersand familiesrepresent another very promising featurein
promoting successful family outcomes. Not only the qudity of theseré ationshipsbut al sothetype of
support that familiesreceived from therelationshipswerefelt by al concerned to contributeto their success.
Familiesreported having amost unlimited accessto providers, who supported them during crises, asssted
with problem solving and decision making, and acted asliai sonswith school sand other community agencies.

Theserelationships generally began during the engagement process, when providersproved to be
responsive, ableto formulate and address problems, and focused on the strengths of the child and family.
Familiesoften characterized their key supportsasbeing thefirst peopleto“redly listen.” They wereaso
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credited with caring about the well-being of the child and family with adepth nearly equal to that of the
parents. Thefamilies' key supportswere aso extremely persistent and creativein meeting needs. One
family captured the perceptionsof many insaying,
They never give up. | am just astounded by the many creative ways they keep coming
up with to help him. Often times they don’'t understand him, but they never give up. At
one point | had to ask myself, Arethese peoplefor real? Isit that they just need ajob or

something, or...they must really lovetheir job. | can’t believe how genuine and real they
really are. (Parent)

Most striking was how frequently providersweredescribed asbeing“likefamily” or friends,
implying that thetraditional boundariesbetween service provider and recipient were becoming blurred.
Familiesclosaly bonded with their providersasindividua sand were frequently unableto identify them by
their position (i.e., therapist, case manager, resource coordinator). Instead, they referred to them by name.

The promising featuresof family/provider relationshipswerereported consi stently across
communities, regardless of whether thekey support wasaspecificindividud or theentirewraparound team.
It wasclear from familiesthat these bondswereimportant inimproving families senseof salf-worth. They
a so helped ensure continuity of careand fulfillment of the systems’ guiding principles. Even after leaving
(i.e., graduating), the program, some families continued to have contact with their key supportsand were
confident that should they need anything, program staff would welcometheir call.

CLINICAL SERVICES

Themost promising clinica serviceswerefamily andindividua therapy, medication, skill building,
and crigscounseling. Therelationship between family and therapist set thetonefor the effectiveness of
services. Theserelationshipswere characterized by mutua effort and afocuson family empowerment.
Clinicianswere committed to anindividualized approach and used an eclectic array of servicesto meet
families needs. Individual and family therapy wasa so defined by the system’ svalues, which emphasi zed
flexiblerolesand settingsfor service provison. Providerswereeffectivein delivering servicesinamanner
cong stent with the system’ sfoundational beliefs, with an emphasison functional changerather thanon
clinical outcomes.

Thesystems effortsto enhancefamilies skillsand to promotefunctiona improvementsal so played
animportant roleinfamily success. Skill building beganwithidentifying family needsand strengths. Families
used thisinformation toimprovetheir parenting skillsand felt more capable of caring for their children. They
were better ableto solve problemsboth in and outside the home, balance employment and household
respons bilities, and handle crisescongtructively. Ultimately, improved parenting and lifeskillsresultedin
better salf-confidenceand an ability to effectively deal withlifeissuesand events.
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For somechildren, medication wasakey to their well-being and therefore was animportant
component of their individuaized service plan. Unfortunately, managing achild’smedicationwasoftena
long and frustrating experiencefor parents, involving many trialsof medicationsthat either did not produce
thedesired resultsor produced unwanted side effects. When medication was managed effectively, families
reported that their children were more ableto participatein school, interact with their peers, and handle
day-to-day life.

Children who responded well to medi cation of ten made bigger and morelasting emotiona and
behavioral improvements. For example, parentsreported that when their children werereceiving the
appropriate medication, they were better ableto handletheir emotions, werelessangry, and werelesslikely
toact out violently. Medication helped some children sit still and concentrate, which improved their school
performance and their ability to focuson problem resolution.

Thefact that clinical serviceswere mentioned lessfrequently by parentsas contributing to successful
outcomes should not be perceived negatively. Despitetheimportance of medicationin moderating behavior,
once medication was successful, it tended to fadeinto the background. However, when prompted, parents
readily acknowledged therole of medicationin behaviora improvements, by increasing the child’ sability to
concentrate or to befree of depression or anxiety, for example.

STRUCTURAL AND OPERATIONAL CHARACTERISTICS

Theadditional, or nontraditional, supports, such asflexiblefunding, family nutritiona counsdling,
financid planning, and individualized respite services, werea so very promising in promoting family success.
Familiesand providerscons stently mentioned flexiblefunding asbeing important in strengthening the
connection between the child and the community. Fundswere spent onitemsthat would facilitatechildren’s
involvement inextracurricular activities, including team sportsand camps. Somegrant communities
implemented areward system that alowed childrento earn pointsand purchase suchitemsastrendy
clothes, toys, and sportsequipment. Theseitemsreportedly helped give childrenasenseof fittinginwith
their peers. Parentsand providerscredited these uniqueinterventionswith hel pingto“normalize’ their
children, both among their peersandin thecommunity. They weresuccessful not only in promoting positive
peer-to-peer rel ationships, but asoinimproving children’sinteractionswith authority figures.

Familiesal so perceived providersashaving expertisein furnishing or locating other servicesthat are
generaly considered to be outside the scope of traditiona service provision. Asan example, grant
communities often used respite servicesto meet the unique needs of families. In some cases, respite
servicesallowed parentsto reconnect asacoupleor to give attention to their other children. Respitecare
was used during crisesto provideimmediateintervention for the child with special needs. It wasalso used

78 Volumell: Learning from Families:
I dentifying Service Strategiesfor Success



Promising Practicesin Children’'s Mental Health
Systems of Care - 2001 Series

inother uniquefamily circumstances, such asintervening with achild who refused to go to school sothat the
parents could go to work and bethere ontime. These supportsnot only increased families' sense of hope
and confidencein the provider, but a so empowered them to hel pthemsel ves.

Time spent planning and problem solving with familieswasfound to beaclear opportunity for them
tolearn and build skillsthat they could take beyond the service system into their homesand communities.
Family involvement inthiscontext isnot part of traditiona serviceddivery, nor isit clearly articulated inthe
System of Careterminology. Family involvement at thislevel extendsbeyond theoriginal notion of “full
participation” and hasbecomealearning processthat promotesthe devel opment of applied skills. These
skillsincludetheability to think through problems, identify tasksto solve aproblem, makedecisions, and
effectively communicate with others concerning both problemsand successes. Within thislearning process
wasaclear focusonwhat strengthsthefamilieswere bringing to the table and what strengthsthey could use
when confronting new challenges.

A Paradox for Further Investigation

Providersa soindicated aneed for children and familiesto be prepared for change. Therapists
devel oped thisreadinessby providing information, teaching skills, and promoting persona and family insight.
Through role-play and modeling, for example, providersmight teach familiesto resolve conflictsor teach
new skillsfor parenting. Therapistsal so focused on educating parentsand their childrenin new waysto
think about the specific emotiona and behaviora problemswith which they were struggling.

Thislast point raised theissue of what some providersreferred to as*“therapeutic readiness.”

Many of these children are socially or developmentally delayed. Therapy relies on the
skillsthat not all kids have or will ever reach. Some can reflect on their experience and
their internal experience. If they can’t identify those and articul ate them, therapy doesn't
work. Then you look for other things to help them. Maybe it's respite, where you can
offer on the spot crisisintervention, etc. We're generally less successful with these kids
and sometimes we don’t know what to do, but it's not their fault. (Clinician)

Onthe surface, these comments appear to conflict with the kind of open, nonmani pulative approach
usually regarded by parentsaspromising. Inaddition, the need to acculturate therecipientsinto the
subculture of thetherapist before they can benefit from therapy appearsconventiona. The scopeof this
research did not enable usto investigate this paradox, athough further study would |ead to adeeper
understanding of promising practicesand further illuminate the black box.
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IMPLICATIONS

Enterprisesascomplex and extensive assystemsof carewill waysretain something of the black
box about them. Nevertheless, it isimperativethat attemptsto understand what isin the box and what
takes placethere continue. Familiesand providerscontributeimportant insight into some of themost
promising practicesat thelevel of serviceddivery. Although our interviewswereinformativeand
meaningful, therearelimitationsto what we can and should infer from such asmall number of interviewswith
asmall group of familiesand providers. Inaddition, our study did not compare our intervieweeswith
successful familiesfrom non-System of Care providersor with unsuccessful familiesfrom either service
system. Althoughweidentified severa critica eementsof successful family/provider relationshipsare
identified, we can offer noinstructionsfor selecting and training staff capabl e of forming these bonds.
Despitetheselimitations, the consistency acrossgrant communitiesisstriking and lends credenceand
credibility tothefindings.

Acrossgrant communitiesand regardless of geographic location and other factors, including
socioeconomic status, our findings about the system elementsthat promote successwere consistent. Inthe
grant communitiesstudied, “ success’ seemed to occur inthefollowing circumstances:

m Familieswerefully engagedin services.

m Providerslistened carefully and respectfully tofamilies’ prioritiesand addressed the highest
prioritiesfirst and promptly.

m  Servicesaddressed the needsof theentirefamily.

m  Sevicesweredesigned onthebasisof thefamilies identified strengthsand needs, aswell as
their criteriafor success.

m  Servicespromoted and strengthened the connection between family and community.

m  Providers, bothindividualsand teams, demonstrated genuine caring and were persistent and
creativeinmeeting families needs. Mostimportant, they werefully accessibleto families, often
24 hoursaday, seven daysaweek.

m  Serviceswereflexibleand provided additiona supportsnot typically foundintherational
approachesto serviceprovision.

m  Servicesprovided opportunitiesfor family empowerment, learning, and skill building. Through
thisprocess, familiesweregiven the chanceto solvetheir own problemsindependently.

Family readiness also appearsto have abearing on success, asdoesthe readiness of their
communities. Childrenand familieswho dowell insystemsof caremay share circumstances, strengths, or
supportsthat contributeto their ability to get their needsmet or to achievethe goalsof treatment. These
assetsmay includefamily stability, such asatwo-parent home, stable employment, or community supports.
Theavailability of early intervention services, which alowsemotiona and behaviora problemsto be
identified early, may a so beakey factor in promoting success. Drawing these conclusions, however,
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requiresfurther study, including gathering datato reflect abroader perspective on successfromamore
diversesampleof children and families. Thisnew study shouldincludefamilieswho arenot doingwell in
systemsof careand familiesbeing served outsdethe system.

If thisstudy providesany lesson, it should bethis: Understanding the processesby which children
with emotiona disturbancesand their familiesare madewholewill be possibleonly through arelianceonthe
hard-won wisdom of thefamilieswho have undergonethedifficultiesdirectly and have been seasoned by
their experiences. Theusefulnessof thisinformation supportsthevaueof thisin-depth approach to
examining parent perspectives and appeal sto thefield of children’smental healthtolisten. Asoneauthor
comments,

We should recognize the importance of research and evaluation that trace backward
from the experiences, behavior, perceptions, and status of service recipients."
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APPENDIX A: GRANT COMMUNITY
PROFILES

THE NORTH DAKOTA PARTNERSHIP

Bismarck, North Dakota

Bismarck, the capital of North Dakota, isasmall community of 60,000 to 70,000 peopleinthe
middleof thestate. Itisbordered by the Missouri River onthewest and sitsabovethe Sioux Reservation
onthesouth. Themgority of residentsin Bismarck are descended from Swedish, German, and Irish
immigrantswho cameto thispart of the country inthemidto late 1800sto farmtherich, fertile soil of the
Missouri River Valey. North Dakotanatives proudly make the distinction between farming and ranching,
and let visitorsknow that their farms produce much of the country’ swheat, sugar beets, and other crops.
The courage and spirit of their heritage haveresulted in aculturethat isproud, with strong family bondsand
commitment to neighbors.

The populationinthe counties surrounding Bismarck isspread over alarge geographical areain
many small towns. Eachtown hasitsown school district; thus, most schoolsaresmall, and speciaized
programsarescarce. Many familiesderivetheir incomefromfarming, employment with state government
or manufacturing. Sdariesarelow; for example, beginning teachersearn $18,000 annualy. Bismarck has
two colleges. the University of Saint Mary and Bismarck State College.

Theclimateissevere. Itisnot rareto havewinter dayswith subzero temperaturesand heavy
snows, which result in spring flooding. Thesefactorsmay contributeto asense of isolationfor many
residents. Concernsabout a cohol abuse and traffic accidentshaveled to acrackdown on driversleaving
bars, according to residents of Bismarck.

Thesmall city/county technical ass stant nominated the North Dakota Partnership (including both
Bismarck and Fargo) for the Promising Practi ces Study because of itsincorporation of wraparound services
anditsfocusonindividuaized services. ThePartnership pridesitsalf on starting “wherefamiliesare” within
their culturd reality and on devel oping rel ationshipsthat |ead to better outcomes. Familiesareinvolved at all
levelsof serviceddivery, including planning for their own care, participating in committeesin the community,
negotiating contracts, and hiring staff. Because of thisinvolvement, providers have become moreaware of
thefamily perspective and, consequently, have been ableto deliver better services. Theseservicesare
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strength-based and may include care coordination, mentors, respite services, flexiblefunding, safe beds, and
intensivein-homecare. Thestaff hasseenlittleturnover among the Care Coordinators, which hasprovided
congstency for families.

Referralscan be made by parents, guardians, or professionalsinvolved with children who have
emotiona or behavioral difficulties. These children must demonstrate the most complex needsand areat
risk for being removed fromtheir home. A child must meet fivecriteriato participatein the Partnership:

m Beunder age20

m Bediagnosed withanemotional, behavioral, or mental disorder

m Beplaced out of homeor at risk for placement out of home or hasa GAF of 50 or below

|

Need servicein two or morecommunity agenciessuch asmenta health, substance abuse,
education, juvenilejustice, or childwelfare

m Expect to havethedisorder for ayear or more

Fargo, North Dakota—Region V Partnership

Fargoisasmall community of 80,000, located in the eastern end of North Dakotain the Red River
Valley. Themagjority of residentsin Fargo are of Swedish, German, and I rish descent, whose ancestors
wereattracted by therich, fertile soil and shipping routesfor agriculture and goodsfromthenorth. Inthe
summer, thelandscapeisabeautiful mosaic of wheat, corn, potatoes, beans, sunflowers, and sugar beets.
Thefarmsare quite expansive, theaverage Valley farm hasmorethan 2,000 acres. North Dakotaranks
high asaproducer of crops, which hasled to prosperity for some of the more successful farmers. But like
Bismarck, Fargo hasharshwinters.

The population hasbecome more diverse asthe community hasgrown over theyears. Alongwith
threeuniversities, Fargo boasts of shopping centers, restaurants, and hotels, which areamgjor draw for
North Dakotansliving inrural communities. These businessesemploy many young adults, who cometofind
work opportunitiesafter completing school. Manufacturing plantsfor agricultura suppliesand equipment
further support the economy.

In Fargo, familieshave beeninstrumental throughout the devel opment of the RegionV Partnership.
They participateat every level, from planning to hiring personnel. Relationshipsare based on mutua respect
and honesty. They shareawillingnessto try thingsdifferently and dowhatever it takes. Family supportis
encouraged, asdemonstrated by the community’ s successin founding achapter of the Federation of
Families. Important players, including the school district Specia Education Director, support theseideas
and have helped makeadifferencefor childrenand families.
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TheRegionV Partnership provides servicesprimarily to children under the age of 20 with acurrent
focuson 12- to 14-year-old boysand their families. The population servedis 76 percent Caucasian and 24
percent Native American. Approximately one-hdf of thefamiliesare single-parent households. Although
65 percent of thereferral'scomefrom Fargo, six counties (Cass, Ransom, Richland, Sargent, Steele, and
Trail) areserved by the Partnership.

Referralscan be made by parents, guardians, or professionalsinvolved with children who have
emotional or behaviora difficulties. Thesechildren must demonstratethe most complex needsand beat risk
for being removed fromtheir home. Criteriafor admissionintothe program arethe sameasthosein
Bismarck.

SOUTHWEST DETROIT COMMUNITY MENTAL HEALTH
SERVICES, INC.

Detroit, Michigan

The Southwest Detroit Community Mental Health Services, Inc., isbased on thewraparound
philosophy andisaprivate non-profit organization. Ninety percent of the servicesare provided under
contract to the Detroit Wayne County Community Mental Health agency. Thiscommunity wasnominated
by thetechnical ass stant for the urban grant communitiesfor theinnovativeway that it involvesfamiliesand
community groupsintheservicedeivery system.

Inthe past five years, the continuum of servicesfor children hasexpanded to include not only out-
patient therapy and screening for psychiatric hospitalization, but aso afull continuum: early intervention,
prevention programs, eva uation and out-patient treatment, home-based clinical work, intensiveand
assertivecommunity trestment programs, respitecare, crisisintervention, resdentia treatment,
hospitalization, and family counseling. Thewraparound program includesoutpatient and early intervention
services, prevention, and home-based treatment aspart of the overall program.

Thetarget populationfor thisprogramisthe southwest corner of Detroit, which hasapopul ation of
approximately 105,000. Southwest Detroitisthe most diverseareain southeast Michigan. Theareahasa
very strong traditional Hispanicinfluence. Itisacenter for employment among the Hispanic population as
well asacenter for Hispanic cultura ingtitutionsand churches. Thispopulationisculturally andracidly
diverse, however. Approximately 20 percent of the community isHispanic; 30 percent isAfrican American;
40 percent isEuropean American; and 15 percent ismultiracial or made up of new immigrantsfrom Asia,
theMiddle East, and Eastern Europe. Thecommunity isdescribed asaplace where new immigrantscan
start over.
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GUILFORD INITIATIVE FOR TRAINING AND TREATMENT SERVICES
SITE (GIFTTS) GREENSBORO, NORTH CAROLINA

GIFTTSservesthesingle county of Guilford, whichincludestwo mgjor cities, Greensboro and High
Point. The county’stotal populationis387,000. The GIFTTSProject isbasedinthe Guilford County
Mental Health Center. Integration of the GIFT TS Project’s System of Care Principlesisunder way in that
agency, aswel asinother public agenciesinthe county. Thetarget populationfor GIFTTSincludes

m childrenwhoareresidentsof Guilford County,

m childrenwho are separated or at risk of separation fromtheir families,

m children who need help from morethan one agency to meet their unique needs, and

m childrenwho areexperiencing seriousemotiona or behavioral problems.

Because Guilford County encompassestwo cities, theresourcesavailableto children and families
areplentiful and include multiple choicesof outpatient providers(individual, marriage, family, reactive
attachment, substance abuse, etc.), in-homeintensive therapy/family preservation, sexua offender and
victim’streatment, crisisrespite servicesbased on afamily model, residential trestment and therapeutic
foster care, mentor programs, case management/service coordination, eval uations (medica and
psychological), medication monitoring, and more.

Despitethevariety of avail able services, agenciesand providersin the past have not coordinated
well with each other or withfamilies. The System of Care movement and the GIFT TS Project have served
asframeworksfor involving parentsat al levelsof their child' streatment planning. Thework withthe
Mental Health Association, the private, non-profit organization that i s hel ping parents devel op an advocacy
organizationfor parentsof SED children, ispreparing familiesfor thisrole. Additionally, GIFTTSisbringing
children and families, community, and providersto thetabletogether to better identify needs, trestment
interventions, and strategiesthat result inacomprehensive child and family plan.

MULTIAGENCY INTEGRATED SYSTEM OF CARE (MISC) SANTA
BARBARA, CALIFORNIA

Thementa health system in SantaBarbarawas established approximately 33 yearsagoin specific
responseto Californiastatelegidation for improved community mental health services. 1n 1994, Community
Mental Health Services(CMHS) awarded agrant to thishost agency, which after oneyear of planning
resulted intheinitiation of servicesby the Multiagency Integrated System of Care (MI1SC) in September
1995. MISCislocated in SantaBarbara, California, and servesacountywide areawith 400,000 residents,
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25 percent of whom are children. M1 SC managesthree clinicsthroughout the geographical areaand
employs 170 staff from 11 agencies. Of these, approximately 80 areemployeesof Alcohol, Drugand
Mental Health Services. Today, the program servesasthelead agency inamultiagency System of Care.

The System of Care offersalargearray of professiona and paraprofessiona services, whichare
coordinated acrossmultipleagencies. Onehalmark of thesystemisthat clinica aswell asadministrative
sarvicesfor al agencies, including Child Protective Services, Probation, Mental Health, Public Hedlth, Drug
and Alcohol Treatment and Child Abuse Prevention, are co-located in onebuilding. Communicationand
collaboration areenhanced asaresult. Thisconfiguration benefitsfamiliesand providesa® highlevel of
high-intensity service, quickly and without bureaucracy.” The stated purposeisto promote agreater leve of
child/family “competence.”

Another hallmark of the systemiswhat agency personnel refer to asthe* no g ect, norgect” policy
for referra. All child-serving agencieswithintheserviceareacanrefer childrenandtheir familiesintothe
systemwithout fear of regjection. Moreover, once children have been admitted for serviceto the System of
Care, they will bedischarged from serviceonly if they reach the age of 18, move out of the geographical
servicearea, or voluntarily leavethe system.

A continuum of serviceisoffered, with no oneservicebeing stressed. Theright fit or “precision” of
fit between servicesand each individua family isemphasized. Although the collaborative continuesto
strugglewith how best to achievethisfit, the use of systematically collected and distributed outcome data
hasbrought increasing success. Three basic datadementsare examined by agency personnd: individua
family characterigticsat thetimeof intake; typesand amounts of servicedeivered to eachfamily (aswell as
aggregated information for al families); and specific child outcome datawith aggregated datafor al families
served for purposes of comparison.

Datasystemswere devel oped in collaboration with the University of CaliforniaSantaBarbara
(UCSB). Itisimportant to notethat $200,000 of the agency’sannual budget is specifically contracted to
UCSB to develop systemsto generate and manage outcome data. It isthisuseof outcome datathat was
behind the nomination of thiscommunity by thetechnica ass stant for thesmall city/county grant
communities

COMMUNITY WRAPAROUND INITIATIVE (CWI), THREE TOWNSHIP
SITE, OAK PARK, ILLINOIS

The CWI inthe Three Township Site (Lyons, Riverside, and Proviso) in lllinoiswas nominated by
thetechnica assistant for the small city/county grant communitiesfor itsinnovationsininvolving family
membersinserviceddivery. Specifically, family membersare put inapostionto hel p other family members
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and staff and to beliai sonsbetween familiesand their wraparound team providers. Thetechnical assistant
reasoned that families are ableto hear thingsfrom each other because of their shared circumstances,
whereasthey may belessableto receivethe same commentsfrom serviceproviders. Inaddition, the CWI
has created aconcrete definition for Parent Advocatesand isnow trying to certify them through training and
support to help them fulfill that role.

CWI isdifferent from the other grant communities studied and from most other providersfunded by
the Center for Mental Health Services(CMHS) intermsof structure. Thedirector of thegrant community
explained that heisthe coordinator among township, county, and state regional mappingsthat relateto
mental hedlth services. Heexplained:

Thelllinoismodel isreally a confederation of community-based agencies and special ed
co-ops. Thethought was more of organizational effectiveness models of change. Where
the grant structure really was a structure brought up against a group of community
agencies to act as a catalyst in helping them to develop into a System of Care. That
model in Illinoisis congruent with another structurein lllinois. When the 1994 mental
health plan was written, the whole state was re-mapped by the office of mental health
into 62 local area networksor LANs. Our site comprisestwo of those LANs, 57 and 60.

In 1994, the state child welfare agency set up the Local AreaNetworks(LANS) to decentralize
control and the devel opment of resourcesfor childrenwith seriousemotional disturbancesand their families.
Theagency aso established acommunity effort that brought together parents, mental health workers, child
welfareworkers, juvenilejusticeworkers, and educatorsto facilitate planning at thelocal level. Atthesame
time, the state gave each LAN aprescribed amount of money for flexiblefunding, which alowed each LAN
to provide nontraditiona servicesto childrenwith seriousemotional disturbanceand their families.

Givenitscommunity focusand emphasison planning at thelocal level, thewraparound program
served asamodd for thelocal areanetworksasthey devel oped aSystem of Care. Asthe Center for
Mental Health Servicesgrant drawsto aclosein the grant community, the administrative structure of the
grant purposefully collapses and thefunctions of the administration are absorbed by the LANs. Thedirector
of thegrant community explained,

Soit'sreally morea catalyst that's brought around a group to stimulate their devel opment
into a Systemof Care. And then, out of necessity, it hasto drop away, because the goal
was not ever to set up another institution, or a subspecialty, or anything like that.

Thetasksat hand for the Community Wraparound I nitiativeinclude discussing and planning how to
sustainthevariousprofessiona roles, such asthe Family Resource Devel oper, the grant hasbrought to the
system and the other critica e ementsin the changing administrativeand funding environment. Inaddition,
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thelnitiative must decide how to handleevaluation at thelevel of the L AN, by looking to the grant-required
evaluationsfor guidanceabout which tool sto keep and which to devel op and by keeping in mind what will
be meaningful tothefamilies.
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APPENDIX B: BENEFITS OF PARENT
INVOLVEMENT IN STUDY

EXPERIENCES OF OUR PARENT PARTNERS

Two parentsof childrenwith specia needsparticipated in al aspectsof thisstudy asresearch
assistants. From designing the study through preparing thismonograph, these parents have been essentia to
theeffortsof the study team. Inrecognition of their roleand contribution, aswell astheimportance of
conveying not only what they gained from their experiencebut their own perspectivesof their contribution,
they were asked to sharetheir experiences. Eloise Boterf and Tracie Goff havekindly agreed. Thenames
of the children have been changed to protect their privacy.

STORIES OF MOTHERS CARING FOR CHILDREN WITH SPECIAL
NEEDS

Parent 1: Eloiseis a single mother of two children with special needs.

| anasingle parent and havetwo children with special needs. Both my son and my daughter have
been diagnosed with Attention Deficit Hyperactivity Disorder (ADHD). My son hasdonequitewell at
home and at school since he began taking medication the summer before he started kindergarten. Prior to
taking medication...hewasunableto remain ill at any timeand could not settle down from stimulating
activities. Hewasvery impulsiveand easly frustrated in every areaof functioning. Hestill hassome
problemswith frustration, but he does not exhibit these behaviorsat school or in after-school care.

My daughter has al so been diagnosed with Obsessive Compulsive Disorder, Oppositional Defiant
Disorder, and Intermittent Explosive Disorder, and shehaslearning disabilities. Shehasavery highl.Q.,
which unfortunately makesit difficult for professionalsto recognize and understand her deficits. Italso
enablesher to bevery creativeand constantly at risk of harming herself and others, when exhibiting
inappropriate behaviors. She hasbeen receiving Exceptiona Service Education (ESE) servicesfromthe
school systemin classesfor childrenwith Specific Learning Disabilities (SLD) for the past threeyearsand
Emotionally Handicapped (EH) servicesfor thepast year.
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Parent 2: Tracieis married and the mother of a son diagnosed with ADHD.

| too haveachild with behaviora problems...Mark, whoisdiagnosed with ADHD, Obsessive
CompulsiveDisorder (OCD), and Over AnxiousDisorder. | struggledaily to accomplish normalcy inthe
home. | wishthat | had been offered some of the servicesthisfamily (i.e., being interviewed in the study)
wasreceiving. | can’timagine how different my lifewould have been. | havebeenforced tofocuson
negatives so often by teachers, family members, and society ingeneral.

BENEFITS OF HAVING PARENT PARTNERS IN THE STUDY

Parent partners helped ensure that the study was culturally appropriate and family friendly;
specifically, they saw that the family invitation flyer and the interview and focus group guides used
language that was family friendly. Familiesinterviewed for the study also identified and connected
with our parent partners.

Eloise: | participated and contributed to the devel opment of theinvitation to familiesto participate
inthisstudy. | helped devel op languagethat wasfriendly toward families. | also helpedinthewording and
ordering of the questionsthat would be asked during thefamily interviews. | helped devel op language that
would be easily understood by familiesand would not bemideadinginany way. We (parent partners) aso
developed thewording for the questionswewoul d ask to determine demographicinformation about the
families. Herea so, | helped to word things so they would not be offensiveto familiesand ensured that the
way thingswere phrased was easy for parentsto understand.

One parent (being interviewed) had some difficulty with English and seemed to be put off by my
teammate (professional interview partner). Shealso treasured her privacy and washesitant to discussthe
violent behaviorsher son exhibited at times. | wasableto give her wordsthat weresmpler for her to
understand, and | also shared that my daughter wasviolent at times. Thisreally helped her openup and
become much more comfortablewith sharing with us.

Tracie: | believethat asaparent onthisteam | havegiveninsight to the sensitivity of questionsthat
would be asked during our research with SED parents. Most of al, inmy being part of the research team, |
gaveasense of easeto the parentsweinterviewed. | let them know that | wasaparent team member. |
too haveachild with behaviora problems.

Parent partners gave the entire research process a real-life context, ensuring that the realities
of everyday life faced by the families participating in the study were not overlooked.
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Eloise: Parentslikemehavelittleavailabletimeto spend in any activitiesoutsde of caring for their
child, and they usually aretired of being asked the same questionsover and over again, which still doesnot
lead to the help that they need. Theinvitation (which | hel ped devel op) assured parentsin our study that the
entire processwould be handled in away that wasmost comfortable and convenient to them, and it also
showed that we knew their time was val uable and wewerewilling to compensate them generoudly.

The experiences and expert knowledge of our parent partners resulted in more comprehensive
data analysis. Their contribution increased the accuracy of the data analysis because of the personal
experiences they shared with the families.

Eloise: Asmy teammate and | began to write up the brief analysisof our interviews, | wasableto
explainwhat some of the medi cationsthese children weretaking weretypicaly used totreat. Of al the
medi cations reported to have been given to the childrenin our families, therewere only about two that my
daughter had never been prescribed.

Tracie: | alsowasableto definethefamily perspectiveson emerging themesthat otherwise might
have been misinterpreted. Thereisalot to besaid about firsthand experiencein the study.

BENEFITS OF THE STUDY TO THE PARENT PARTNERS

Parents reported that through their participation in the project, they developed both their
professional skillsand their leader ship skills.

Eloise: Uponmy returnto Tampa (from traveling to do interviews), Dr. Armstrong continued to
introduce meto other professionalsat FMHI, who haveinfluenced meto becomeinvolved with the
Federation of Familiesfor Children’'sMental Health (FOFCMH) and the newly awarded THINK grant
they received. | amnow amember of thelocal chapter of thisorganization and chair the newly formed
respitecommittee. | wasjust recently ableto attend the annual conference of the Florida Respite Coalition
because of my membership and chair responsibilitieswith the FOFCMH, which provided thefundsfor me
toattend. | am also very involved with the Strategic Planning Committee of the THINK grant, and | will be
part of the committee that will review the proposalsof providersin our areawho wish to becomeapart of
the System of Careweare devel oping for Hillsborough County.

Parents reported that through their involvement with the study, their network of supports has
expanded.

Eloise: | wasabletolearn agreat deal about theavailability of respitefor familiesthroughout the
state and how these programswere set up. | also made many new contactswith other parentsand
professionasthat will benefit the Federation and my own persond lifewith my child.
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Parents reported gaining skillsin their ability to advocate for their children.

Eloise: All of these activities have alowed meto connect with parentsand providerswho are
hel ping meadvocate better for my child’srightsin the school system and obtain other needed servicesfor
her. | am dowly beginning to be ableto persuade my daughter’sschool to at |east provide morein-depth
evaluationsof her specific needsfor servicesintheschool. Thishasbeenamajor strugglefor me
throughout my daughter’sattendancein the public school system. In summary, my involvement with
Promising Practices hasbeen very positiveand rewarding for me. | have been empowered not only to
advocateeffectively for my own children, but aso to advocatein my community to provide more
appropriateand moreaccessible carefor al children with emotiona and developmental disabilities.

| have a so been ableto learn more about the medical needs of my child and have become much
more proactivein her treatment.

Tracie: Beingincluded inthe Promising Practicesstudy hasalowed meto expressmy feglings
about thedifficultiesof living with achild with behavioral problems. | have developed ayearning to continue
my studiesand effortsto educate and offer any servicesto parentswith childrenlike mine.

Parents have increased their knowledge of the System of Care, the needs of children with
emotional and behavioral disorders, and the value of focusing on the accomplishments of a child
with behavior problems.

Tracie: OnMarch 8, 1999, | sat at my dining room table answering questionsrabout my son
Mark’ssuccessesinlife. Mark, whoisADHD, OCD, and diagnosed with Over Anxious Disorder, has
accomplished successesinmy eyes. A mother’seyes. | never thought | would be sitting with someone,
anyone, discussing the successes of my son Mark. | have been forced to focus on negatives so often by
teachers, family members, and society in general that | did not realizewhat apleasure talking about my son
could be. | felt myself glowing with such pridethat | had never felt before. | thought to myself, “Sothis
must bewhat it feel sliketo be one of ‘those parents’ witha‘normal kid.”” What afedling. Itwaslikea
dream! Itwasaday | will never forget.

Eloise: Parent’shopesand dreamsnever really changewhenthey find out thereissomething
“wrong” withtheir child. Thosedreamsaretherefrombirth. Theonly part that changesisaparent’s
expectationsof realizing thosedreams.

98 Volumell: Learning from Families:
I dentifying Service Strategiesfor Success



Promising Practicesin Children’s Mental Health
Systems of Care - 2001 Series

APPENDIX C: FAMILY INVITATION FLYER

PROMISING PRACTICES: EXAMINING THE SUCCESSES OF
CHILDREN AND FAMILIES

FAMILY INVITATION

TheUniversity of South Floridawould liketo talk to familiesabout the successesyou have had with
your child or children with specia needs.

Wewould liketo talk with you about:

m Theservicesyou havereceived that have helped you achieve these successes;
m  Therdationshipsyou have had with service providers;

m  Other supportsthat have hel ped you achieve these successes; and

m  What kindsof thingshavekept youinvolvedin services.

If youarewillingtotalk with us, theinterview will take between an hour and an hour and ahalf of
your time. You may choosethe placethat ismost comfortablefor you to do theinterview, either inyour
home or another location.

You will be paid $30for your time.

To participate, contact:
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